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“We may be nai ve
in public health.

“We're exempt, so
who cares?’

But public health
till must commun-
icate with its
business partners—
not only to talk the
talk, but trandate
private sector
concepts into public
health terms.”

National Immunization
Registry Consultant

O "LewiN Grourp i

EXECUTIVE SUMMARY

Introduction

The transformations occurring in our society around information and communication
technologies offer tremendous potentia to support hedth and hedlth care. Information is
the cornerstone of the science behind both care ddlivery and public hedlth. Unlike other
sectors of the economy such asfinancid services, the clinical care ddivery and public
hedlth systems have been dow to move into the informeation age. One of the critica
enablers to entering this age is a comprehensve set of sandards for dl hedth data.
Uniform data standards are methods, protocols, or terminologies agreed to by an industry
to alow disparate information systems to operate successfully with one another.

Enacted in 1996, the Adminigtrative Smplification (AS) provisons of The Hedth
Insurance Portability and Accountability Act (HIPAA) require the Secretary of Hedlth
and Human Services (the Secretary) to adopt standards to support eectronic data
interchange for avariety of transactions involving hedth care data. HIPAA-AS is focused
on the interchange of data among hedth insurers and providers including public hedth
providers who seek reimbursement. Although, HIPAA-AS standards are not mandated
for many other public hedlth related data transactions, these standards will have important
implications for public hedth.

The hedlth care encounter is the source of a ggnificant portion of public hedth data
Lack of adoption of standards will make it more difficult to communicate with the
cinica care delivery system especidly for those data sysems that rely heavily on
adminigrative data (e.g., hospital discharge data sets). HIPAA a so requires adoption of
gandards for claims attachments and directs the Nationd Committee on Vital and Hedlth
Statigtics to study issues and make recommendations on uniform data standards for
patient medicd record information.  The clams atachment represents the bridge
between adminigrative and dlinica information. The medica record is a primary source
of datafor disease regidtries, reportable disease tracking and immunization registries and
providesinformation for birth and death statistics and many other public hedth
databases. The adoption of clinical data standards for both care delivery and public
hedth will facilitate the eectronic interchange of datawhich is now primarily paper-
based. Electronic interchange will improve the efficiency, accuracy, and timeliness of

reporting.

HIPAA aso mandates the development of unique identifiersfor individuas, employers,
providers, and hedth care plans, and stipulates that the Secretary must develop standards
to protect the privacy and security of data. While unique identifiers will grestly enhance

! National Committee on Vital and Health Statistics. (July 6, 2000) Uniform Data Standards for Patient
Medical Record Information. Report by the National Committee on Vital and Health Statisticsto the
Secretary of the U.S. Department of Health and Human Services.
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“...Because [public
health data] is
fragmented and
compartmentalized,
this information
often cannot be
aggregated to
describe persons,
populations, com-
munities, or issues.
The devel opment
and evolution of
these separate
information/sur-
veillance systems
hasresulted in a
patchwork of data
systems, which has
in turn led to dupli-
cation of effort, left
critical information
gaps, strained
cooperative
relationships, and
made it difficult to
accomplish the
mission of public
health.”

Integrating Public
Health Information and
Surveillance Systems
HISSB, Spring 1995.
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the ability to link data across encounters and sites of care to support research, privacy
standards will have important implications for access to data and how these data are
collected, transmitted, and stored.

Data standards are not only necessary to support the interface with the private sector, they
are d <o criticd to support the flow of information across public hedth programs and
levels of government. Developed largely through categorica funding, the systems that
support public hedth are fragmented with different systems across programs and across
jurisdictions. Public hedth is beginning to redize the vaue of integration and
dandardization. 1n some cases, standards devel opment and implementation and data
integration efforts are underway including the CDC's Nationa Electronic Disease
Surveillance Sysem (NEDSS) and immunization regigtries. In other cases, thereisa
mature process for nationa standards development, including The North American
Association of Central Cancer Regidiries (NAACCR).

In January 1999, the Public Health Data Standards Consortium (the Consortium) was
established to serve as amechanism for ongoing representation of public health and
hedlth services research in the implementation of HIPAA Adminigrative Smplification
and other data standards setting processes relevant to public hedth.

The Consortium’ sinitid focus has been on the HIPAA transaction standards and tangible
resultsin this arenawill be important to build the Consortium’s credibility in public

hedlth and with relevant standards development organizations. Asthe Consortium
develops critica mass, the intent isfor it to broaden its efforts beyond encounter data to
support the full array of public hedth data sandards needs. This educationa plan will
support thisgod.

Role of the Education Work Group and Goals of the Education Strategy

A primary role of the Consortium is to educate the public hedth and hedlth services
research communities on data standards issues. 1n support of thisrole, the Consortium
created the Education Work Group to develop, facilitate, and oversee the implementation
of an education strategy. Asafirst sep, the Work Group contracted with The Lewin
Group, Inc. (The Lewin Group) in collaboration with the National Association of Hedlth
Data Organizations (NAHDO) to develop an education Strategy to guide theinitid efforts
of the Work Group. The goals of the education strategy are to:

Articulate why public health data bases should migrate to existing data standards,
possibly beginning with HIPAA transaction standards, and why public hedth needsto
engage in Sandards setting activities for the benefit of public hedth clients and public
hedlth organizations,

|dentify the multiple audiences for educationa outreach;

Identify possible collaborators and experts needed to develop educational content and
implement the education plan;
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|dentify relevant data bases at the Sate level and the types of standards that apply;

Identify and prioritize the types of educationd products that are needed, including
evauation tools that provide vauable feedback to the Consortium and its Education
Work Group on their success,

Formulate a plan for developing and delivering educational messages and materids,
which may include tutorids, teleconferences, newdetters, exhibits, presentations,
listservs, and websites, and

Sarve as avehicleto dtract organizationd and financia support to implement the
plan.

. Rationale for Data Standards in Public Health
...the need for a

arrp‘ogf Og?g:;eg%n Unlike providers and insurers, much of the public health community faces no clear

recognized as federal mandate to adopt HIPAA standards and the rationale for such action has not been
critical....Integration ~ Widely communicated. As such, the public hedth and hedlth services research

can help identify co-  communities have not actively participated in national standards discussons or

incident morbidity in - jmplemented standards at the state or local level. A critica component of this

themost vulnerable g cational plan will be to communicate a compelling rationale to motivate these

populations....In- . i _ .
tegration can also communities to take action. Key messages include:

help coordinate

prevention program The business case supports data standards in public hedth. Standardization reduces

efforts for at risk costs, supports the eectronic flow of information, increases efficiency, improves data
populations to avoid qudity and utility, supports performance measurement, and enhances public hedth’'s
duplication, to target ability to perform key functions.
limited resources and
to provide more - An dectronic environment is emerging in the hedth sector; public hedth risks being
comprehensive, left out
client-centered '
services.” . . .

Data standards support integration across public hedth programs and between the
Reinventing Surveillance public and private sectors.
Report

Not adopting standards places public hedth data and relationships at risk. Public
hedth may lose access to data and the lack of integrated data systems places the hedlth
of the public at risk.

Key Audiences for Educational Outreach

Discussions with Education Work Group members and interviewees identified five
audience types for educational outreach--defined by their different roles with respect to
public hedlth data and information. Theseinclude:

Decison-makers. Decison-makers are senior level government officids in hedth and
human services agencies a both the sate and federa level who make decisions about
cross-program initiatives and funding priorities related to public hedth. Thisinitid

O "LewiN Grourp i 269285



“ Eight independent
laboratories were
integrated into a
uniform system.
Generic summary
reports that took
weeks to compile
now are available
to usersin one
guery. Notification
letters and
responses were
automated.”

Wadsworth Center of
The New York State
Department of Health

Partnership goes
beyond member -
ship or subscription
to the Consortium
listserv. Partners
will play an active
role in the imple-
mentation of the
education strategy.

education grategy will focus on state decisionmakers as the Consortium’ sfirgt priority.
Federal decison-makerswill be discussed in their role as funders and partners.

Funders. The Consortium’swork will require substantial resources at each stage.
Potentia fundersfor data standardization efforts include state legidatures, federd
agencies, and foundations.

Collectors. Data collectors are the individuds that collect, compile, and maintain public
hedth data. Data collectorsinclude awide array of federd, Sate, and loca public hedth
agency daff aswedl as hedth services researchers. These individuds might be licensng
or certification directors, registrars, epidemiologidts, statisticians, or other types of
professonds. Thisgroup will be the primary audience for implementation and will
require the most intensive educational support.

Users: Usersare groups or individuas that use public hedth data. Usersinclude public
hedlth agency staff a dl levels of government who use this data to perform core
functions of public hedth, health services researchers, private organizations, consumers,
or the media. Many collectors of data are lso users. This Education Strategy will
identify activities for the Consortium to implement to make sure the needs of the first two
groups are met in standards related efforts.

Suppliers. Suppliers of information are the organizations that report information to public
hedlth entities. These include hospitals, laboratories, physicians, and other providers as
well as payors and funerd directors. We dso include in this group other organizations
that are involved in the supply chain of hedth care information including data
clearinghouses, vendors that build and support their information systems and creete
capacity for eectronic datainterchange (EDI), and the standards setting organizations.

Partners

The Consortium will need to expand its current set of partnershipsto leverageiits
resources and develop the critical massit needs to reach out to various parts of the public
health community and make its voice heard. Partnership goes beyond membership or

subscription to the Consortium ligtserv. Partners will play an active rolein the
implementation of the education strategy. Roles may include:

Representing the interests of various stakeholder groups in the further development
and implementation of this education drategy;

Providing access to key audiences of the education strategy;
Collaborating in the development and dissemination of educationd materids;
Representing the interests of public health on standards setting bodies;

Providing financia support for carrying out the education strategy;

O "LewiN Grourp v
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Taking responghility for components of the education dsrategy.

Exhibit E-1 ligs examples of the organizations with which the Consortium might partner.
The lig is divided into three categories. “Extensve’ denotes those organizations that
should play a centrd role in the overdl implementation of this draegy. These
organizations will provide criticd linkages to key audiences induding date and loca
hedth officids and hedth services researchers.  “Targeted” includes organizations tha
ae involved in dandards setting activities and offer the potentiad for coordination on
goecific  activities. “Limited” indicates organizations that might work with the
Consortium on a more limited set of discrete Srategies. Mary of the organizations across
al categories are dready represented on the Consortium and severa dready play active
roles. Organizations may move across categories of involvement over time.

Exhibit E-1: Partners

Extensive Targeted Limited
DHHS, Centersfor Disease The National Committee on Health Care Financing
Control and Prevention Vital and Health Statistics Administration

- National Center for Health
Statistics

- National Electronic
Disease Surveillance
System

Association of State and
Territorial Health Officials

Association of Public Health
Laboratories

Council of State and
Territoria Epidemiologists

National Association of
County and City Health
Officids

National Association of
Health Data Organi zations

National Association for
Public Health Statistics and
Information Systems

Academy for Health Services
Research and Health Policy

American Medical
Informatics Association

Southern HIPAA

Administrative Regional
Process

Government Information
Value Exchange for States

Workgroup for Electronic
DataInterchange

North American Association
of Central Cancer Registries

M assachusetts Health Data
Consortium

New York State Department
of Health, Statewide Planning

and Research Cooperative
System

Minnesota Health Data
Institute

Utah Health Information
Network

Agency for Healthcare
Research and Quality

Health Resources and
Services Administration

Assistant Secretary for
Planning and Evaluation

American Public Health
Association

National Committee for
Quality Assurance

Vendors of information
systems

American National Standards
Institute-Healthcare
Informatics Standards Board

Standards Devel opment
Organizations

American Health Information
Management Association

Public Health Foundation

Ed

ucation Strategy

The work of the Consortium involves an ongoing and repesting process that we have
divided into three mgor stages of effort: building partnerships/educating congtituencies,
participating in the development of nationd standards, and supporting implementation.
(See Exhibit E-2.) While these stages are progressive with regard to each standards

O "LewiN Grourp
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related issue that the Consortium takes on, a any given point in time there will likely be
efforts occurring across dl three stages.

Exhibit E-2:
Framework for Consortium Support of Data Standards in Public Health

Participatein
Standards
Development

The Consortium’srole may vary in itsimplementation of each phase of the education
drategy. The Consortium is an organization of member organizations and intends to
complement and support, not duplicate, compete with, or reinvent the work of its
members. The Consortium will focus efforts in areas where its resources are needed
most, where others are not stepping forward. While data standards and data integration
areintegraly linked, the Consortium’s role will primarily relae to data sandards
development and implementation, not to the full array of activities necessary to support
data integration in public hedth. We have identified the following roles that the
Consortium may play:

Advocate: Promote data stlandards in public hedlth; articulate the rationale for
gtandards; build momentum for change;

Convener: Bring together the diverse condtituencies within public health and research;
coordinate data standards activities in public hedth; provide aforum for the exchange
of idess,

Voice: Ensure the voice of public hedlth and research is heard in sandards
development; and

Education and support resource: Support implementation of data Sandards at the sate
and locd leves, conduct outreach to different segments of the public hedlth

community; know what data standards are under development and which are most
important to the business processes of public health; know what data standards and
integration efforts are occurring across the public health community.

O "LewiN Grourp vi 269285



“ An analogous
situation that most
office workers
could relatetois
having to use
three different
word processors

in an average day.
Imagine if you
have to be trained
on and familiar
with all the
subtleties of
Microsoft Word,
Corel Word-
Perfect and Lotus
WordPro!”

Supporting Public
Health Surveillance
through the National
Electronic Disease
Surveillance System

O "LewiN Grourp

Phase 1. Build Partnerships/Educate Constituencies

In order to meet its misson, the Consortium will need extensve involvement of the
public health and hedlth services research communities and support from the various
entities that fund the practice of public health and research like legidative bodies,
governmenta agencies, and foundations. One role of education during this phase will be
to reach out to others in the public health and research communities and motivate them to
get actively involved in the Consortium’swork. A second role of education during the
congtituency building phase of the work will be to reach out to potentia funders to make
them aware of the critica nature of the Consortium’s work and convince them to supply

resources. Findly, the Consortium will have to mativate the public heath community to
take action at the sate, and in some cases, locd level.

Educationa outreach will be particularly critical during this phase of the Consortium’s
work. The primary message—an articulation of the value of data sSandards—will be
amilar across audiences, however, the message will need to be tailored to match each
audience' s perspective. Exhibit E-3 lists the specific strategies and partners for this phase

of the Consortium’s work.

Exhibit E-3: Strategies for Building Partnerships/Educating Constituencies

Strategy Target Audience(s) Partners
1. Strengthen educational ASTHO NAHDO, NEDSS
partnerships NACCHO
The Academy
2. Coordinate educational NEDSS NCHS, ASTHO, and
activitieswith NEDSS NACCHO
3. Reach out to other partners See Exhibit E-1 NCHS, ASTHO,

NACCHO, NAHDO, and
NEDSS

4. Secure funding

DHHS: CDC and HRSA
Other federal agencies (USDA, DOJ)

Health related foundations (Robert
Wood Johnson, W.K. Kellogg, and
California Healthcare Foundations)

CDC, NCHS, ASPE, and
others

5. Personal appeadl to state
health officers

State health officers

ASTHO

6. Campaign toincrease
awareness of data standards
issues and motivate
participation (presentations,
listserv, broadcast e-mails,
educational programs)

Decision-makers, collectors, and
users

NCHS, ASTHO, The

Academy, NEDSS, and
others

vii
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Phase 2. Participate in the Development of National Standards

Once the public hedth and research communities are motivated for action, the
Consortium needs to organize those willing to participate to effectively represent the
voice of public hedth and hedth services research in sandards development efforts. It
will need specific individuasto serve on designated standards setting bodies. The
Consortium will dso need a structure that can bring together the wide diversty of
interests within the public hedth and research communities so that a finite number of
desgnated individuas can effectively represent “public hedth” at the nationd leve.
Providers and insurers worry that public hedth agencies will have unreasonable demands
for what information gets included in standard data transactions. It isimportant thet the
different segments of public hedth work together to carefully choose what dements are
maost important.

The educationa needs during this phase will be to give specific audiences the
information they need to participate in the sandards development process. They will
need to know:

What standards are under development at the nationd level that impact public hedth;

Which standards setting organi zations have purview over which data systems or data
eements,

How the standards setting process works;
What the implications of various proposed standards might be for public hedth,
How they can provide input to this effort (either directly or through the Consortium).

There will need to be a congtant flow of information between the individuas representing
public hedlth in standards devel opment efforts and the public health and research
communities a large.  The public health community will need to know enough about
how standards are developing to be able to provide the best input possible. The
Consortium will need to play an active role in ensuring this communication occurs.

Exhibit E-4 lists the specific strategies for this phase of the Consortium’ s work.

O ™Lewin Grour vi 2o0285



Exhibit E-4: Strategies for Participating in the Development of National Standards

Strategy

Target Audience(s)

Partners

Post brief summaries on what public
health and researchers need to know
about data standards devel opment

Decision-makers,
collectors, and users

ASTHO, The Academy, others
for dissemination viaweb
linkages

Recruit and train acritical mass of
public health representatives

Decision-makers,
collectors, and users

CDC, ASTHO, and The
Academy

Othersto help identify and
recruit representatives
including APHA, NCVHS,
SHARP or other regional
organizations, NAPHSIS, state
data consortia

Engage the public health community
around data standards development
for aparticular data system

Decision-makers,
collectors, and users

Depends on data system
selected

Develop aweb-based resource center
to track standards devel opment

efforts relevant to public health and
health services research

Funders, decision-
makers, users, collectors,
and suppliers

CDC, NAHDO, NAPHSIS,
WEDI SNIP, AMIA, ANSI,
HISB, SDOs, and others

Phase 3: Support Implementation

As standards are adopted at the nationd level, the Consortium will need to provide
support and guidance to gates in the implementation of sandards. Organizations will
need to know what standards will be important to implement in the near and long term
and how to actudly make it hgppen. They will need tips on where to start and how to
secure funding, implementation guides for specific Sandards as they are devel oped,
guidance on how to organize and manage the process, strategies to overcome barriers,
and various other types of technical assistance.

Interviews indicated that states would have significant educationa needs during the
implementation phase. In addition to tools to help states work through the process, states
are eager to learn from the experiences of others who have gone through standards
adoption and data integration efforts.

Exhibit E-5 ligts the specific srategies for this phase of the Consortium’ s work.

O "LewiN Grourp

269285



Exhibit E-5: Strategies for Supporting Implementation

Strategy

Target Audience(s)

Partners

Create apublic health
implementation guide for
selected national standards as
they relate to public health

Collectors, users, and
suppliers

Depends on standard—should
include organizationsinvolved in
standard devel opment, vendors,
and suppliers of data

Create an Implementation
Toolbox

Decision-makers and
collectors

ASTHO, NEDSS, NAHDO state

data consortia or regional
workgroups, vendors and providers

Develop aweb-based resource
center to track data integration
and standards implementation
efforts

Decision-makers, users,
and collectors

CDC, NAHDO, NAPHSIS, and
others

O "LewiN Grourp
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“We may be nai ve
in public health.

“WE're exempt, sO
who cares?’

But public health
still must commun-
icate with its
business partners—
not only to talk the
talk, but translate
private sector
concepts into public
health terms.”

National Immunization
Registry Consultant

. BACKGROUND

The transformations occurring in our society around information and communication
technologies offer tremendous potentia to support hedth and hedth care. Information is
the cornerstone of the science behind both care delivery and public health. New
technologies exigt that are cgpable of ddivering information to consumers, patients,
professiondls, and policy-makers when and where they need it, so they can make
informed decisons rdaed to the hedlth of individuas and the public. While other
sectors of the economy such as financia services have completely entered the ectronic
information age, the transformation of clinical care ddivery and public hedlth has been
much dower. Better use of information for health and hedlth care depends on the
development of aNationa Health Information Infrastructure (NHI1).2

As defined by the National Committee on Vital and Hedlth Statistics (NCVHYS):

“The Nationd Hedth Information Infrastructure is the set of technologies, sandards,
gpplications, systems, vaues, and laws that support al facets of individua hedth,
hedlth care, and public health.”

The NHII is beginning to emerge through a set of public and private initiatives. One of
the critical enablers to the development of thisinfrastructure is a comprehensive set of
sandards for dl hedlth data. Uniform data standards are methods, protocols, or
terminologies agreed to by an industry to alow disparate information systems to operate
successfully with one another 3

Enacted in 1996, the Adminigtrative Smplification (AS) provisons of The Hedlth
Insurance Portability and Accountability Act (HIPAA) require the Secretary of Hedlth
and Human Services (the Secretary) to adopt standards to support electronic data
interchange for a variety of transactions involving hedlth care data. While the nationd
hedlth care community had been working towards standardization for many years, the
federal mandate provided the impetus and the structure for key playersto join forcesto
accel erate the process.

Although focused on insurance transactions and not mandated for most public hedlth
related data transactions, these standards will have important implications for public
hedlth. The hedth care encounter is the source of asgnificant portion of public hedth
data. Lack of adoption of standards will make it more difficult to communicate with the
clinica care ddivery sysem especidly for those data sysems that rely heavily on
adminigrative data (e.g., hospital discharge data sets). HIPAA aso requires adoption of

2 National Committee on Vital and Health Statistics. Toward a National Health Information Infrastructure.

[On-ling], Available: http://www.ncvhs.hhs.gov/NHII 2kReport.htm
3 National Committee on Vital and Health Statistics. (July 6, 2000) Uniform Data Standards for Patient

Medical Record Information. Report by the National Committee on Vital and Health Statisticsto the

Secretary of the U.S. Department of Health and Human Services.
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gandards for claims attachments and directs the National Committee on Vitd and Hedlth
Statistics to study issues and make recommendations on uniform data standards for
patient medica record information. The claims attachment represents the bridge between
adminigrative and clinica information. The medica record is a primary source of data
for disease regigtries, reportable disease tracking, and immunization regidries. The
medical record aso provides information for birth and degth statistics and many other
public hedlth databases. The adoption of clinica data standards for both care delivery
and public hedth will facilitate the eectronic interchange of datawhich is now primarily
paper-basaed. Electronic interchange will improve the efficiency, accuracy, and
timeliness of reporting.

Other features of HIPAA, like the development of unique identifiers for individuas,
employers, providers, and hedlth care plans, will grestly enhance the ability to link data
across encounters and sites of care. Thiswill alow individuds to perform research on
hedlth care qudity and outcomes linked to Site of care and insurance status, patterns of
morbidity, and risk factors for disease.

HIPAA aso stipulates that the Secretary must develop standards to protect the privacy
and security of data. These standards, released in December 2000, will also have
important implications for how public hedlth data are collected, transmitted, and stored.

Recognizing the importance of HIPAA to public hedlth data, the Nationa Center for
Hedth Statistics (NCHS), Centers for Disease Control and Prevention, in collaboration
with the Agency for Hedlthcare Research and Quaity (AHRQ) and the Nationa
Committee on Vital and Hedlth Statistics (NCVHS), sponsored a workshop in November
1998 to examine the implications of HIPAA for the practice of public health and hedlth
services research. This workshop brought together leaders in hedlth statitics, research,
and informatics to examine the chalenges and opportunities presented by HIPAA.

Workshop participants recognized the need to organize the public health and research
communities around data standards needs and issues. 1n January 1999, the Public Hedlth
Data Standards Consortium (the Consortium) was established to serve as a mechanism
for ongoing representation of public health and hedlth services research in the
implementation of HIPAA-AS and other data standards setting processes. The primary
mission of the Consortium is as follows:

“The Consortium will improve the health and hedth care of the U.S. population
through improved hedlth related information by expanding involvement in

exiging hedth data standards and content organi zations and determining

standards needs through consultation with data leaders and datausers. The
Consortium will facilitate the use of existing nationd standards and identify
priorities for the development of new data standards for public hedth and hedlth
sarvices research. The Consortium will work with its members and other partners
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to educate the public hedth and the hedlth services research communities about
hedlth data standards issues.”

The Consortium’sinitial focus has been on the HIPAA transaction standards and tangible
resultsin this arena will be important to build the Consortiun’s credibility in public

hedlth and with rdevant sandards development organizations. As the Consortium
develops critica mass, the intent isfor it to broaden its efforts beyond encounter data to
support the full array of public hedlth data tandards needs.

Data standards are not only necessary to support the interface with the private sector,
standards are dso critical to support the flow of information across public hedth
programs and levels of government. Developed largely through categoricd funding, the
systems that support public heath are fragmented with different systems across programs
and across jurisdictions. Public hedlth is beginning to redize the value of integration and
gtandardization. 1n some cases, standards development and implementation and data
integration efforts are underway including the CDC’s Nationd Electronic Disease
Surveillance System (NEDSS) and immunization registries. In other cases, thereisa
mature process for nationa standards development, including The North American
Association of Central Cancer Registries (NAACCR).

This education drategy assumes that the Consortium will continue to make HIPAA

related sandards its firdt priority, but that resources permitting, it will expand its efforts

to support abroader array of standards development and implementation efforts related to
public hedth.

Il. ROLE OF THE EDUCATION WORK GROUP AND GOALS OF THE
EDUCATION STRATEGY

A primary role of the Consortium is to educate the public hedth and hedlth services
research communities on data sandards issues. Recognizing the need for support of this
role, the Consortium created the Education Work Group (Work Group) to develop,
facilitate, and oversee the implementation of an education strategy. The gods of this
group areto:

Educate locd, state and nationd organizations, and their business partners on the
importance of standardization of data content and format;

Moativate the public health and hedlth services research communities to:

- Reduce public respondent, hedlth care provider, and payer burden;

- Phaseout in a step-wise logical manner the collection of unused and obsolete data;
- Adopt existing standards;

* Public Health Data Standards Consortium. Mission [On-ling], Available:
http://www.cdc.gov/nchs/otheract/phdsc/phdsc.htm
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- Engage in the sandards process to improve existing sSandards;

Cregte ag understanding of the importance of standard identifiers to facilitate data
andyss.

The Work Group will focus on priorities related to data sandardization including HIPAA
implementation. 1t will complement and coordinate its work with the other Consortium
committees and work groups and other related data Sandardization initiatives. Asafirs
step, the Work Group contracted with The Lewin Group, Inc. (The Lewin Group) in
collaboration with the National Association of Hedth Data Organizations (NAHDO) to
develop an educetion strategy to guide the initia efforts of the Work Group.

The gods of the education Strategy are to:

Articulate why public health data bases should migrate to existing data standards,
possibly beginning with HIPAA transaction standards, and why public health needsto
engage in Sandards setting activities for the benefit of public hedth clients and public
hedth organizations,

| dentify the multiple audiences for educationa outreach;

Identify possible collaborators and experts needed to develop educational content and
implement the education plan;

|dentify relevant data bases at the state level and the types of standards that apply;

Identify and prioritize the types of educationa products that are needed, including
evauation tools that provide vauable feedback to the Consortium and its Education
Work Group on their success;

Formulate a plan for developing and delivering educational messages and materids,
which may include tutorias, teleconferences, newdetters, exhibits, presentations,
listservs, and websites, and

Sarve as avehicleto dtract organizationd and financia support to implement the
plan.

lIl. METHODOLOGY

The Lewin Group and NAHDO worked closdy with the Work Group to develop the
education strategy. The Work Group provided input on the project work plan and
approach, participated in the interview process, identified rlevant materids for inclusion,
reviewed the outline for the strategy, and reviewed al drafts of the education Strategy.

® Public Health Data Standards Consortium. (July 13, 2000) Proposed Charter, Education Work Group
(Draft Document) Education W ork Group
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The Lewin Group drew on a broad range of reference materials for background and
content information. These included published papers, white papers as presented on the
websites of various organizations, and past research conducted by NAHDO. The team
aso attended NAHDO' s annua mesting in December 2000. Appendix A provides a
listing of reference materials and websites used.

With input from the Work Group, The Lewin Group team identified alimited number of
expertsto interview to support the development of the education strategy. Collectively
these experts contributed knowledge about hedth data tandards, public hedth data needs
and uses, the value of data standards, the process of data standards development and
implementation, the appropriate audiences for educationa outreach, the educationa

needs of various congtituencies, and the most appropriate educationa messages and
methods for reaching target audiences. Types of people consulted included state hedth
officers and other state hedlth department staff, providers, policy-makers, researchers,
Centers for Disease Control and Prevention (CDC) officids, Consortium members, and
representatives of standards setting bodies. Appendix B provides alist of theindividuds
interviewed, Education Work Group Members, and The Lewin Group and NAHDO team.

NAHDO conducted a series of case studies on key data system types to assess HIPAA
readiness and to identify mgor standardization issues around collection, qudity, andyss,
use, and dissemination of data. These case studies provide information about standards
and formats used by major health data sets and address questions such as:

What are the primary uses of mgor hedth data systems? What information needs do
they support?

How do data flow in and out of each data system?

To what extent are data systems linked?

What are the technical strengths and weaknesses of mgjor hedlth data systems?

Do data systems use nationd standards for collecting, editing, usng and disseminating
the data?

What are the benefits and barriers to adopting or implementing nationd standards?

What are some solutions for overcoming barriers and how could the Public Hedlth
Data Standards Consortium help?

The information from the case sudies fed into al aspects of the education strategy and is
summarized separately as Appendix C.

The project team then synthesi zed the research from each of the efforts described above
and didtilled the findings into consstent themes. These themes helped the team to
determine the overdl framework for the education Strategy, the audiences for outreach,
partners to help develop content and implement the strategies, the specific messages, and
approaches as described below.
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IV. FRAMEWORK

The work of the Consortium involves an ongoing and repeating process that we have
divided into three mgor stages of effort and depict in Exhibit 1.

Exhibit 1
Framework for Consortium Support of Data Standards in Public Health

Participate in
Standards
Development

While these stages are progressive with regard to each standards related issue that the
Consortium takes on, at any given point in time there will likely be efforts occurring

across dl three sages. For example, the Consortium might be supporting the
implementation of HIPAA Adminigrative Smplification standards as they relate to

hospital discharge detabases at the same time that they are participating in the
development of national standards for the patient medical record. Each stage of work has
adifferent st of education requirements.

The Consortium’s role may vary in itsimplementation of each phase of the education
drategy. The Consortium is an organization of member organizations and intends to
complement and support, not duplicate, compete with, or reinvent the work of its
members. The Consortium will focus effortsin areas where its resources are needed
most, where others are not stepping forward. While data standards and data integration
areintegraly linked, the Consortium’s role will primarily relate to data standards
development and implementation not to the full array of activities necessary to support
data integration in public hedth. We have identified the following roles that the
Consortium may play:

Advocate: Promote data sandards in public health; articulate the rationde for
gandards; build momentum for change;

Convener: Bring together the diverse condituencies within public hedth and research;
coordinate data sandards activities in public hedth; provide aforum for the exchange
of idess,
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Voice: Ensure the voice of public hedth and research is heard in stlandards
development; and

Education and support resource: Support implementation of data Sandards at the sate
and locdl leves, conduct outreach to different segments of the public hedth

community; know what data standards are under development and which are most
important to the business processes of public health; know what data standards and
integration efforts are occurring across the public health community.

In this section, we describe the stages of work and briefly discussthe role of education in
each dage. Sections seven through ten provide details on the specific educationa
strategies proposed to support each phase of work.

A. Phase 1. Build Partnerships/Educate Constituencies

In order to meet its mission, the Consortium will need extensive involvement of the
public health and hedth services research communities and support from the various
entities that fund the practice of public hedth and research like legidative bodies,

_ governmental agencies, and foundations.
Partnership goes

gﬁyond mg“b_er - Onerole of education during this phase will be to reach out to othersin the public health
'p or subscription and research communities and motivate them to get actively involved in the Consortium's

to the Consorti SRS : : o
I?as:}v.ogir):r::r? work. Sinceitsinception, the Consortium has been building a base of membersto

will play an active accomplish its work—determining standards needs, carrying out the education sirategy,
role in the imple- representing public health on standards setting bodies, providing support to organizations
mentation of the implementing standards, and other activities. Current Consortium members have taken
education strategy. on asubstantia workload even with the Consortium’s efforts being relaively narrowly

focussed on HIPAA Adminigrative Simplification issues at thistime. During this phase,
the Consortium should work to strengthen its member base, build awareness of the
Consortium’ s work and develop the necessary partnerships to implement this education

strategy.

A second role of education during the partnership building/constituency educetion phase
will be to reach out to potential funders to make them aware of the critica nature of the
Consortium’ swork and convince them to contribute resources. Building a base of active
members and carrying out the Consortium’s work will require substantial resources.
Some of these resources will be in-kind contributions of staff time to various activities.
The Consortium will need direct funding above current levels to continue hosting
meetings, to expand staff support as the Consortium broadens efforts beyond HIPAA, to
fund the dissemination of its messages, to fund travel for Consortium member activities,
and to carry out other critical activities. Possible funders include the federdl government
(other parts of CDC, other agencies within the Department of Health and Human Services
[DHHS], other departmerts, etc.), foundations, and state governments.

Findly, the Consortium will have to mativate the entire public hedth community to take
action a the state, and in some cases, local level. Building support in the top severd
layers of hedth and human services agencies has been cited as one of the most critica
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“...Because[public
health data] is
fragmented and
compartmentalized,
this information
often cannot be
aggregated to
describe persons,
populations, com-
munities, or issues.
The devel opment
and evolution of
these separate
information/sur-
veillance systems
hasresulted in a
patchwork of data
systems, which has
inturn led to dupli-
cation of effort, |eft
critical information
gaps, strained
cooperative
relationships, and
made it difficult to
accomplish the
mission of public
health.”

Integrating Public
Health Information and

Surveillance Systems
HISSB, Spring 1995.

success factors in state processes to move towards data integration and standardization.
Implementation of data standards requires an agency level commitment to make it
happen. Senior level decison-makers will need to secure the funding and organize and
oversee the implementation process.

Educationa outreach will be particularly critical during this phase of the Consortium’s
work. The primary message—an articulation of the value of data stlandards—will be

smilar across audiences, however, the message will need to be tailored to match each
audience' s perspective.

B. Phase 2: Participate in the Development of National Standards

Once the public hedth and research communities are motivated for action, the
Consortium needs to organize those willing to participate to effectively represent the
voice of public hedth in standards development efforts. The Consortium will need two
layers of involvement. Firg, it will need specific individuas to serve on designated
standards setting bodies to represent the public health and hedlth services research
communities. Second, the Consortium will need to develop a structure to funnd input
from adivergty of segments of the public hedth community to those designated to
represent “public hedth” at the nationa level. The public hedth and research
communities are a highly diverse collection of programs and interests. There are
multitudes of different data sysems that currently operate autonomoudy. Anindividua
qualified to represent the interests of encounter data sets might have limited knowledge
of the needs of infectious diseases surveillance data sets. However, it will not be feasible
for every different segment of the public hedth and research communitiesto be
individually represented at the nationd leve.

The educationa needs during this phase will be to give specific audiences of the Srategy
the information they need to participate in the standards development process. They will
need to know:

What standards are under development at the nationd leve that impact public hedth;

Which standards setting organizations have purview over which data sets or deta
eements,

How the standards setting process works;
What the implications of various proposed stlandards might be for public hedth;
How they can provide input to this effort (either directly or through the Consortium).

Also there will need to be a congtant flow of information between those representing the
public health and the research communities a large so that the public hedth community
knows enough about how standards are devel oping to be able to provide the best input

possible.
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C. Phase 3: Support Implementation

As standards are adopted at the national level, the Consortium will need to provide
support and guidance to states and locdlities in the implementation of standards.
Organizations will need to know what standards will be important to implement in the
near and long term and how to actualy make it happen. They will need tips on where to
gart and how to secure funding, implementation guides for specific Sandards asthey are
devel oped, guidance on how to organize and manage the process, strategies to overcome
barriers, and various other types of technica assstance.

Interviews indicated that states would have significant educationa needs during the
implementation phase. In addition to tools to help states and locdities work through the
process, Sates are eager to learn from the experiences of others who have gone through
standards adoption and data integration efforts. Tools could also be made available to
private sector organizations to strengthen state and local agency ties to the rest of the
delivery system.

V. AUDIENCES DEFINED

Discussons with Work Group members and interviewees identified five audience types
for educationa outreach. Theseinclude:

Decison-makers (e.g., Sate public hedth officids, senior deputy public hedth
officers, federa decison-makers);

Funders (e.g., legidatures, federa agencies, foundations);

Collectors (eg., sate and loca public hedlth agency staff, researchers);

Users (e.g., state and local public hedth agency staff, researchers, consumers, media);
and

Suppliers (e.g., provider organizations, laboratories, information system vendors,
payors).

These audiences are defined by their different roles with respect to public hedth data and
information. Since aparticular individua might play multiple roles, the audiences

overlap. For example, aresearcher might conduct a survey and then use that data
combined with data from other sources to inform aresearch project. That researcher
would be both a*“ collector” and “user” of public health data.

Below we describe each audience by answering five questions:

Who are they?

What role should they play in each of the mgor phases of work?

What isthe “hook” for getting them involved?

What is their readiness for change and what barriers exist to their embracing change?
Which methods are most effective to reach this audience?
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Senior level state
officialsarea
primary audience
for partnership
building/
constituency
education.
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A. Decision-makers

We define decison makers as senior level governmentd officids in hedth and human
services agencies who make decisions about cross-program initiatives and funding
priorities related to public hedth. At the Sate level decison makers include directors of
public hedth departments, state hedth officers, senior deputies, divison chiefs, and chief
information officers. This group aso includes organizations that represent these
individuas (e.g., Association for State and Territoria Hedlth Officias). At the federa
levd, the Consortium will need the support of people who make data decisions relevant
to public hedlth across arange of departments and/or agencies. Theseinclude CDC, the
Hedlth Resources and Services Adminigration (HRSA), the Hedth Care Financing
Adminigration (HCFA), the US Department of Agriculture (USDA), Women's, Infants
and Children (WIC) Program, the US Department of Justice (e.g., bioterrorism), and
others. Thisinitia education strategy will focus on state decison-makers as the
Consortium'’ sfirst priority. Federd decisontmakerswill be discussed in their role as
funders and partners (see V1. Partners).

Senior level gate officids will be important playersin dl three stages of the
Consortium’swork. They are aprimary audience for partnership building/congituency
education. They will need to be active supporters of the work of the Consortium both by
carrying the standards message upward to state legidatures and by carrying the message
downward through al levels of their own organizations. During the standards
development stage, a subset of these individuals (or members of their staff) will be
needed to represent public hedth in the standards setting process. Findly, senior leve
date public hedth officids will need to drive the implementation of standards at the State
level. In Exhibit 2, we depict atypica organizationa chart for a state health department
and indicate which leves of staff would be most involved in each phase of the education

strategy .
Exhibit 2: Typical Organizational Chart of State Health Departments

[ r [ |
Board of Health State Health Director/Officer
(Decision-maker)
Phase | '< Local Health Director/Officer
(Decision-maker)
Phase 1l < Chief Infqr‘matlon Officer Chief Financial Officer Deputy‘HeaIth Officer
(Decision-maker) (Decision-maker)
Phase 1 '< Division of Health Statistics Division Director X Division Director Y Human Resources
(Collector or User) (Decision-maker) (Decision-maker) Training & Professional Dev.
Staff Staff
\ \- (Collector or User) (Collector or User)




“ Fragments of
information on
persons, commu-
nities, or topics are
isolated in many
different places.
For example, a
single patient may
be treated by
multiple providers,
each with its own
record system.
Services provided
for individual
patients by public
agencies may be
recorded separately
in the data systems
of numerous cate-
gorical programs.

I nformation needed
to characterize the
overall health of
communities may be
included in the
records systems of
health, environ-
mental, social
service, criminal
justice, and other
agencies.”

Integrating Public
Health Information and
Surveillance Systems,
Spring 1995

The commitment of these levels of senior management throughout implementation was
cited asacriticd factor by state interviewees who have dready embarked on
gandardization efforts. Standardization, by its nature, must start as a top-down initiative
because effortswill cross multiple public hedth and even socid service programsthet in
the past have been managed in rdatively autonomous units with limited sharing of
sysems and information. Since individua programs may have rdatively well-developed
information systems, programs will often have to give up something that works well for
their unit in order to reach a common god of sandardization for the entire organization.
Thistype of change will require a sustained commitment from top management.

This commitment must carry through severd layers of the state agencies that manage
public hedth programs. Standardization efforts can take many years and will likely span
multiple administrations and tenures of state hedlth officers. While the state hedlth
officers need to provide the vison for change, drive the initid commitment, and work
with the legidature and others to garner funding and get the process started, the senior
deputy directors, divison chiefs, and chief information officers (where they exist) need to
manage the implementation process and ensure that it survives changes in adminigration.
The commitment of career rather than gppointed officidsis criticd to avoiding a daff
atitude of “thistoo shall pass’ if gaff can hold on to the status quo until someone new
comes aong. Senior deputies will need to set up the necessary work groups and manage
the operationa aspects of standardization.

Severa arguments will likely be effective in getting this audience to participate in
dandards related efforts. First, this audience must be convinced that a strong rationde
exigs for moving to data Sandards. This rationale includes the business case for
gtandardization, arguments around why public hedlth must enter the Nationa Information
Infrastructure, how data standards support the larger god of integration, and why “it’sthe
right thing to do.” Thisrationadleis presented in detail in Appendix D.

Interviews suggested that more persona or emotiona means of motivating hedth

officias can dso be effective. Fear of being perceived as “behind” other states can move
dtate health officials to take action. Also, adesire to be perceived as aleader and a
change agent can be persondly and professonaly motivating to individuas.

The readiness for change varies tremendoudy across dates. Mogt state hedth officids
are a least aware of HIPAA and other standardization efforts (e.g., Nationa Electronic
Disease Surveillance System). Many, however, do not have a good sense of what
HIPAA and other data standards mean to public heath or what they should be doing. A
minority of states have dready embarked on data integration or standardization projects
on their own. This segment of this audience is highly educated on the rationale and
process for standardization across programs &t the state level but may or may not be sold
on therationae for national data standards.

Barriers that this audience will need to overcome include:

Inertiawithin the status quo;
Lack of resourcesto invest in data sandards efforts,
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In the future...
States will be linked
together so that
rapid comparisons
of DNA fingerprints
can be done to
identify when
foodborne illness
occurring in
different states hasa
common source.

Exiging gatutory language and adminigtrative rules governing the data dements
collected in a state;

Resistance to abandoning what may have aready been accomplished by the state or
even individud programsin order to move to nationd standards; and

The desre for agtate to go it done to avoid being dowed down by the nationa
Process.

Methods recommended to reach this audience include personal interactions, conferences,
and internet communications and will be discussed in detall later in this document.

B. Funders

As discussed earlier, the Consortium’ s work will require substantia resources at each
dage. Potentid fundersfor data standardization efforts include state legidatures, federa
agencies, and foundations.

During the partnership building/congtituency education phase, the Consortium will need
funds to support educationa efforts. It will need funding to host and/or attend meetings,
expand staff support, and develop and disseminate educational messages. During the
standards devel opment phase, funding will be required to organize the public hedth
community o that it can be adequately represented on nationa standards setting bodies.
Funding will be needed to support the time and travel expenses of individuas
representing public hedth interests, to create a venue for public hedth interaction around
standards setting efforts, and to support educationa efforts needed at this stage. In the
implementation stage, funding will be required for the Consortium to develop tools to
ass g gates in implementation, and funding will be needed to support states
implementation efforts.

It isunlikely that states will provide other than in-kind (e.g., s&ff time) funding for the
first two phases of the work since thiswork is nationa in nature. Therefore, the
Consortium will need to look to federd agencies and foundations for financia support.
The Consortium’s current funding is through the National Center for Hedlth Statistics
(NCHY) at the Centersfor Disease Control and Prevention (CDC) and DHHS Office of
the Assstant Secretary for Planning and Evauation (ASPE). Other parts of the federa
government should contribute to this effort Snce other programs are affected. We
recommend that the Consortium tightly coordinate its education efforts with the Nationa
Electronic Disease Survelllance System (NEDSS) and that NEDSS contribute funding to
support the Consortium. Other federal agencies that oversee public hedth programs will
aso need to contribute. These include the Agency for Hedth Care Research and Quality

(AHRQ), HCFA, USDA (WIC), and HRSA. All of these federd agencies or departments

collect health related data from states and would benefit from standardization.

Funders could provide in-kind support as well, such as providing information to ther
condtituents through their regular mechanisms of communication. For example, AHRQ's
Hedthcare Cost and Utilization Project (HCUP) project meets annudly with seate
government data organi zations and state hospital associations. The HCUP project could
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“ An analogous
situation that most
office workers
could relatetois
having to use
three different
word processors

in an average day.
Imagine if you
have to be trained
on and familiar
with all the
subtleties of
Microsoft Word,
Corel Word-
Perfect and Lotus
WordProl”

Supporting Public
Health Surveillance
through the National
Electronic Disease
Surveillance System

discuss the activities of the Consortium and issues related to standardization during these
mestings.

There are severa “hooks’ for securing federa funding. Firdt, fear of bioterrorism,
foodborne illness, multi- drug resistant bacteria, and emerging infections are fueling
increases in funding for CDC initiatives. A common information infrastructure is critica
to controlling biological threats that incressingly cross programmatic and geographic
boundaries. Second, measuring nationa performance relative to Healthy People 2010
god s requires better and more comparable data across Sates. The basic rationae for
Sandardization and integration provides additiona arguments that might be effective
with this audience (see Appendix D).

Senior level Consortium members from NCHS and other parts of CDC should take the
lead in reaching out to other federal agencies. These apped s should be made directly to
officials managing key programs (e.g., WIC, Medicaid, etc.). Patterns of categorica
funding and redtrictions on the use of funding for cross-program initietives are barriers
that need to be worked through with federd agencies.

Hedlth-related foundations such as the Robert Wood Johnson, the W.K. Kellogg and the
Cdlifornia Healthcare Foundations should be approached for grant dollars to support data
standardization.® Foundations are interested in identifying disparitiesin hedth and hedlth
care for different subgroups of the population. Better data supports research on these
issues. Large health-focussed foundations are aso interested in promoting partnerships
among levels of government, communities, and providers. Data standards that support
integration are supportive of these partnerships.

Persond interaction between Consortium members and foundation leadership would be
the most effective way of gaining direct financia support for Consortium efforts. The
Consortium should aso work with foundations to develop grant-making programs that
would get money to states to support implementation and provide mode grant
goplications to state agencies wishing to secure foundation funding for their efforts.

While dollars to support standardization can flow through the Consortium for the first
two stages of work, the final implementation stages will require both funding for
Consortium educationd activities and funding for state implementation activities.
Consortium funds will till need to come from the federd government and foundations,
but actud implementation will require Sate legidatures to dlocate funds to supplement
federa and foundation grant dollars. Discussions with sates that have undertaken data
integration and standardization indicate that their efforts have been funded by awide
aray of federal and state programs as well as through grants from foundations.

® While the California Healthcare Foundation focuses its grantmaking on California activities, it has a track
record for funding efforts that affect both California and the rest of the nation. It recently released a
report related to California's readiness for HIPAA, both the transaction and privacy standards.
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“ Eight independent
laboratories were
integrated into a
uniform system.
Generic summary
reports that took
weeks to compile
now are available
to usersin one
guery. Notification
letters and
responses were
automated.”

Wadsworth Center of
The New York State
Department of Health
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Among the funders discussed, the sate legidatures are likely to be the least
knowledgeable about data standards and as such will be difficult entities from which to
secure commitments. This group can be reached through organizations such as the
Nationa Conference of State Legidators. We recommend, however, that the
Consortium provide support to senior leve public hedth officials around how to make
the case for funding to their own state legidature rather than usng Consortium resources
to reech thisaudience directly. Thelack of ahighly visble immediate impact of data
dandardization efforts is a potentia barrier to getting the support of state legidatures.

C. Collectors

Data collectors are the individua s that collect, compile, and maintain public hedth data.
Data collectors include awide array of state and loca public hedth agency staff as well

as hedlth services researchers. These individuas might be licensing or certification

directors, registrars, epidemiologigts, Satisticians, or other types of professonals. Nearly
every program has arepository of data and most of these data are maintained in separate
systems. Some data are collected directly from individuas served by public hedlth
departments, some data are reported by health care providers and laboratories, some data
are collected by researchers, while other data are collected from funera directors and
othersin the community.

The people who collect, compile, and maintain public health datawill need to be
represented in the national standards development process. The size and diversity of this
audience will make it impossible for each program, research discipline, and/or Sate to
have a seet at the standards setting table. Hence there will need to be a structure to get
input from data collectors that ensures that the needs of different programs and research
areas are addressed in the standards setting process.

More importantly, collectors will need to be actively engaged in the implementation of
gandards. This audience will need to retool their systems to conform to data standards,
ensure that data definitions are adhered to, and that coding is accurate. A motivating force
for collectors may be the possibility of coming together to influence standards to meet
public health and health services research gods.

Readiness for change varies both across states and across programs within astate. Some
programsin agate might till be primarily paper-based while others are aready
automated. States must interface with locdities which are even more variablein

readiness. Getting this audience motivated for change will require top-down support

from senior levd public hedth officas.

While arguments for data qudity and timeliness il gpply, this group is likdy to be the
most resstant of dl of the audiencesto change. Many data systems are currently
autonomous and standardization and integration is a direct threet to this autonomy.
Collectors may fear loss of hitorical data, that new systemswill be sub-optimd with
respect to their programs, that they will no longer be needed if data systems are
automated, or that demands for their data may increase.




Today...Many
epidemics are
identified
serendipitously.

Example: doctor
calls second doctor
to consult an
unusual cluster of
disease; second
doctor notes that he
has seen other
patients with the
same symptomes.
Investigation
indicates national
epidemic linked to
L-tryptophan.

In the future...
Automated systems
will scan data to
identify unusual
clusters of disease.

Since thisisthe primary audience for implementation, this audience will require the most
intensive educationd support. Methods to reach this audience include convening
managers within states or regions at a technical seminar funded by CDC or ASTHO
where they could observe demonstrations of best practices; internet accessible
information and tools; and distance learning. One interviewee stated that the best forum
for training is a classroom with repested follow-up but noted that some distance learning
programs make training programs more ble to awider audience of participants,
usudly a alower cost.

D. Users

Users are those groups or individuals that use public hedth data. Many collectors of data
aredso usars. Usersinclude public hedlth agency &t at dl levels of government who
use this data to perform core functions of public hedth. Data collected at the state and
local leve are often transmitted to the CDC or other federa agencies. Many other groups
access public hedth informetion aswell. Data are used by hedlth services researchersin
awide variety of sudies. Some data are released to the public where data might be used
by private organizations (e.g., a hospital might use discharge data to understand its
market position), consumers (e.g., some states collect and release data on mortality rates
for procedures by provider), or the media

Users need to be represented in the standards devel opment process to raise awareness of
the value of standardization from a public hedlth perspective, to develop partnerships
with the private sector around standards, and to ensure that standard data € ements and
definitions meet the needs of different public hedth user groups. For example, collecting
the mother’s medica record number in the birth registry may not be important to the
primary user of birth registry data, but is very important to researchers who want to link
birth outcomes to the mother’ s use of hedlth care services or her medica history.

Aswith collectors, thisgroup is large and diverse. Not al user groups will be able to St
a thetable. Like collectors, user groups will need away to funnd their input into the
gtandards development process with limited direct involvement with standards setting
bodies. Given its mission, the Consortium will need to take action to ensure the
involvement of its core congtituencies—state public health agencies and hedlth services
researchers—in the standards devel opment process. Other users, such as consumers and
the media, are less of apriority a thistime.

The business case for convincing public hedlth agency staff users of data to support data
standards centers on improved data quality, timeliness, and comparability. Data
dandards and data integration will improve this group’s ability to perform public hedlth
tasks such asidentifying public hedth threets, assessing hedth datus, evauating
programs and policies, and educating the public about hedth issues. Public hedth
agency data users will aso be better able to work withtheir colleagues in other states to
identify and respond to public hedlth thregts that crossjurisdictiona lines. These users
aso face asgnificant risk around access to dataif they do not engage in the data
standards setting process.
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The chief barrier to
engaging usersis
figuring out how to
best represent their
diverse interests
through afinite
number of represen-
tatives on standards
setting bodies.

“...the need for a
more integrated
approach has been
recognized as
critical....Integration
can help identify co-
incident morbidity in
the most vulnerable
populations....In-
tegration can also
help coordinate
prevention program
efforts for at risk
populations to avoid
duplication, to target
limited resources and
to provide more
comprehensive,
client-centered
services.”

Reinventing Surveillance
Report

As users of public health data, researchers stand to gain tremendoudly from data
dandardization and integration. Standard identifiers will creste the ability to link data
across programs and jurisdictions to create a more complete picture of the hedlth of the
public and revea how various factorsimpact it. |f researchers are not represented at the
table in tandards development efforts, however, standards will likely not address their
needs, and they run the risk of losing access to certain types of data atogether. Privacy
gandards in particular pose asignificant risk to data access for researchers, if they have
not adequately made their case for the vaue of their research.

The readiness of user groups to engage in data standards varies. Some public hedlth
agency users have been involved in state level slandardization and integration issues or in
efforts to standardize programmeatic data across states. Others have had little exposure to
the issues. The research community has been less involved in data standardization and
integretion efforts,

The chief barrier to engaging usersis figuring out how to best represent their diverse
interests through a finite number of representatives on standards setting bodies.
Providers and insurers worry that public heglth agencies and researchers will have
unreasonable demands for what information gets included in sandard data transmissions.
To be respongve to this concern, public health and research users of datawill haveto
carefully choose what dements are most important.

Public hedth agency users of information should be reached through the senior

leadership of state hedth departments. These leaders should determine who on their staff
is qudified to engage in the standards development process and will need to alocate time
for those people to participate in sandards development activities.

Researchers need to be reached through their professiona organi zations. We recommend
the Academy for Hedlth Services Research and Hedlth Policy, the Agency for Hedlth
Care Research and Qudlity and the American Public Hedlth Association as the three
principa organizations with whom to work to reach this audience.

E. Suppliers of Information

Suppliers of informeation are the organizations that report information to public hedlth
entities. These include hospitas, [aboratories, physicians, and other providers aswell as
payors and funerd directors. We dso include in this group other organizations that are
involved in the supply chain of hedth care information. These include the data
clearinghouses that tranamit informeation among providers and payors, vendors that build
and support their information systems and create capacity for eectronic data interchange
(EDI), and the organizations that set data standards for the information created, stored,
and transmitted by these organizations.

These groups are currently working to establish nationa standards for HIPAA
compliance. As an audience for the Consortium’swork, particularly in the standards
development phase, they need to be made aware of public health needs for information
and take thisinto account in the development of sandards and in building their own
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“ Approximately
40,000 test results
have to be reported
...each month.
These reports are
sent to 300 different
state and local
health agencies,
each of which has
its own reporting
requirements. The
majority of these
reports are sent on
paper....Even when
states use electronic
interfaces ...they do
not use them con-
sistently across
programs, which
can make the elec-
tronic process
cumbersome and
complicated....”

SmithKline Beecham
Clinical Laboratories
Representative

information systems. One respondent noted that public headth is not on the vendor radar
screen, for example. This audience needsto seeitsinteraction with public hedth as akey
business function thet their information and information systems need to support.

The primary rationde to get this audience involved is the business case on their end for
data standards and systems that are supportive of meeting their legd reporting obligations
to public hedlth. Large |aboratories have aready been brought into partnerships with
public health on a pilot basis around automated reporting of test results. Public hedth
also has established partnerships with sentingl hospitas for certain types of infectious
diseases surveillance. These efforts have worked well for both providers and public
hedth by providing more timely and higher qudity information more efficiently.

Barriers that the Consortium will need to overcome with respect to suppliersinclude:

The perception that public health and researchers want an unreasonable and
ingppropriate amount of data or that the data requested are unreliable for public hedth
or research purposes (e.g., hospital representatives report that race/ethnicity data are
unreligble);

The feding that public heglth and researchers will not consder dl of the parties being
affected (in some cases, burdened) by the data standards proposed,;

Provider resistance to accepting standards that require amedical record extract;
Unwillingness to pay to support the eectronic tranamission of public hedth data;

Feding that the return on investment in information systems that support public hedth
reporting isminimad for hospitals and physicians. Hospital representatives even
perceive that, as covered entities, achieving benefitsin four years from HIPAA
Adminigrative Smplification sSandardization is unredigtic. They report that
additiond dollars spent on standards implementation leave dimmer marginsto invest
in patient care.

For HIPAA standards, these audiences can be reached through the standards setting
bodies in the course of public health becoming more involved in their activities. For nor
HIPAA related standards development and implementation, these organizations need to
be involved as partners with public hedth asin the case of the eectronic laboratory
reporting initiatives currently being supported by the CDC. A priority areafor
relationship development should be vendors of hedth information systems.

VI. PARTNERS

The Consortium will need to expand its current set of partnershipsto leverageits
resources and develop the critical massit needs to reach out to various parts of the public
hedth community and make its voice heard. Partnership goes beyond membership or
subscription to the Consortium listserv. Partnerswill play an activerolein the
implementation of the education strategy. Roles may include:
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Representing the interests of various stakeholder groups in the further devel opment
and implementation of this education Strategy;

Providing access to key audiences,

Collaborating in the development and dissemination of educationa materias,
Representing the interests of public hedth on standards setting bodies;
Providing financid support for carrying out the education strategy;

Taking respongbility for components of the education strategy.

Through the course of interviews and review of literature, we identified examples of
severa organizations with which the Consortium might partner or srengthen its
relationships. We would expect the Consortium to add to thislist over time. Exhibit 3
dividesthelist of partnersinto three categories. “Extensive’ denotes those organizations
that should play acentrd rolein the overdl implementation of this strategy. These
organizations will provide critica linkagesto key audiences including state and local
hedlth officids and health services researchers. “Targeted” includes organizations that
are involved in sandards setting activities and offer the potentia for coordination on
gpecific activities. “Limited” indicates organizetions that might work with the
Consortium on amore limited set of discrete strategies. Appendix E providesa
description of the organizations recommended in the extensive and targeted partnership
categories.

Exhibit 3: Partners

Extensive Targeted Limited
DHHS, Centersfor Disease The National Committee on Health Care Financing
Control and Prevention Vital and Health Statistics Administration
- National Center for Health American Medical Agency for Healthcare

Statistics
- National Electronic
Disease Surveillance
System
Association of State and
Territorial Health Officials
Association of Public Health
Laboratories
Council of State and
Territorial Epidemiologists
National Association of
County and City Health
Officids
National Association of
Health Data Organizations
National Association for
Public Health Statistics and
Information Systems

Academy for Health Services
Research and Health Policy

Informatics Association
Southern HIPAA
Administrative Regional
Process

Government Information
Value Exchange for States
Workgroup for Electronic
DataInterchange

North American Association
of Central Cancer Registries
Massachusetts Health Data
Consortium

New York State Department
of Health, Statewide Planning
and Research Cooperative
System

Minnesota Health Data
Institute

Utah Health Information
Network

Research and Quality

Health Resources and
Services Administration
Assistant Secretary for
Planning and Evaluation
American Public Health
Association

The National Committee for
Quality Assurance

Vendors of information
systems

American National Standards
Institute-Healthcare
Informatics Standards Board
Standards Devel opment
Organizations

American Health Information
Management Association
Public Health Foundation
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Many of the organizations across dl categories are dready represented on the
Consortium’s Steering Committee and severa dready play active roles. Rather than
duplicating efforts, the Consortium can build on experience and efforts of its membership
and leverage the experience of other partnersin building partnerships/educating
congtituencies, participating in the nationa data Standards discussion, and supporting
implementation of sandards at the Sate leve. In addition, partnership will alow for
broader dissemination of educational messages to the audiences of interest. Organizations
may move across categories of involvement over time.

VIl. EDUCATION STRATEGY: OVERVIEW

Beow we outline the specific educationa tools and methods that we recommend to
support the Consortium’ s work across the three phases. For each phase we present:

The primary god of the education strategy for this phase of work;

Barriersthat the Consortium islikely to face in meeting this god (see Appendix F for
acomplete ligt of barriers across phases);

Specific educationd drategies for meeting this god including:

-  Messge

- Target audience,

- Method/tools for ddivering that message;

- Partners with whom the Consortium should work to implement the Strategy.

Specific educationa drategies are summarized in Section XI.

VIIl. EDUCATION STRATEGY PHASE I: BUILD PARTNERSHIPS/EDUCATE
CONSTITUENCIES

A. Primary Goal

As discussed above, to meet its mission, the Consortium will need extensive involvement
of the public hedth and hedth services research communities and the financiad support of
the various entities that fund their work. The primary god of Phase|: Build
Partnerships/Educate Congtituencies, will be to communicate acompelling retionde (see
Appendix D) for moving to data standards in order to get these groups motivated to fund
and/or take an active role in developing and/or implementing data Sandards. During this
phase the Consortium will need to build strong partnerships with severd key
organizations in order to assemble the critical mass necessary to support the next two
phases of work. 1t will aso need to make connections with other organizations that can
support the Consortium in more limited ways. The priority audiences for outreach during
this phase will be decison-makers, funders, and users.

O “LewiN Group 19 269285



B. Barriers to Meeting Goal

The Consortium will need to overcome a number of key barriersin order to motivate the
public health and research communities to engage in the data standards devel opment and
implementation process. Embracing data standards will be a costly and time consuming
effort. The Consortium will have to communicate a compelling argument specificaly
designed to address key barriers including:

Lack of a clear mandate for public health and research; substantial inertia within the
status quo. While the delivery system faces a clear HIPAA mandate and associated
deadlines for compliance, most public health and research communities do not. As such,
these communities potentidly believe they have the option to maintain business as usud.
Theinertiato do thisis subgtantia.

Lack of funding for standards development. Public hedth agencies face many pressng
and competing needs &t dl levels of government. Thetraditional categoricd mode of
funding public hedth programs provides little money for generd infrastructure
development, the benefits of which cross different programs. Organizations that have
undertaken data standards and data integration efforts have needed to cobble together
funding from various sources.

Federal and state politics. Traditionaly public hedth programs have been developed
categorically to respond to specific diseases, threats to the health of the public, or needs
of particular populations. The palitical process around securing and protecting money to
serve a particular interest has contributed to the fragmented nature of public heath
programs and the data systems that support them. Categorical funding represents akey
barrier to integrated information systems across programs. To ensure that money is not
diverted to other purposes, categorica programs often have limits on how resources
obtained through these programs can be used. These resources can be gtaff, hardware,
software, etc. For example, the USDA reportedly has limitations on how WIC hardware
and software can be used.

In anumber of sates, the data collection methods are specificaly defined in statute or
rules and the process required to make changes to the rules islengthy. Many stateswould
be reluctant to re-open debate on specific data collection.

Differing levels of readiness. States are at vadtly different levels of readiness. Some are
engaged in the nationd process, some are developing and implementing their own
standards gpart from this national process, others understand the need but have not taken
action, and il others have only alimited awareness of theissue. The level of readiness
can vary even within states across programs. For example, in one state the STD program
isusng afully dectronic sysem to gather and transmit STD information from the fidd

to state and locd hedlth departments while the TB program uses a“flip file’ to track
Cases.
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Lack of awareness in the research community around why and how they should be
involved. Interviews with the research community indicated limited awareness of how
HIPAA and other data standards will affect their ability to obtain and use data.

Need for states, localities, and/or programs to change what they have already
accomplished in order to get involved with broader initiatives. Many states and large
urban public hedth jurisdictions have devel oped standards to support integration of data
sets across their own agencies and programs. Some programmetic areas have gotten
pretty far down the path of developing sandards (e.g., vitd satistics, immunizations, and
various disease regidries). Theseinitiatives may have to be reworked to fit into a set of
nationa standards.

Difficulty of convincing states and programs not to go it alone. Some states or programs
may lack confidence that a nationd process will meet the needed timeframe of those who
are aready primed to move forward.

Fear of increased workload. Some public hedth entities express concern thet Saff will
not have the capacity to gppropriately manage the increased volume of and demand for
public health data. Some fear that better, more comparable data may lead to more people
wanting data and increase the burden on “keepers.” Othersfear that better data may
uncover problems which cannot be solved with existing resources.

Fear of increased accessibility to data. State public hedlth officias may not want their
information to be more public. There are timeswhen it is good to keep information out
of the public’'s eye (eg., to avoid unwarranted panic). Standardization may make it
harder to protect the confidentiality of data.

Upfront costs are high; process is lengthy, and benefits accrue over a long period of
time. It may be hard to motivate public hedth officids (whose tenure may be short) to
take on the chalenge of data standards given the long-term commitment required in order
to obtain a benefit.

C. Specific Educational Strategies

Below we outline a series of drategiesto achieve the primary educationa god for this
phase. Strategies one through three discuss important partnerships that the Consortium
will need to strengthen or build to gain access to key audiences and leverage its limited
resources. We highlight four critical partnerships that will broadly support the work of
the Consortium. We then ligt other organizations with which the Consortium could
collaborate to carry out specific components of this strategic plan. Strategy four relates
to funding and Strategies five and Six are geared toward building awareness and
motivation and educating the public hedlth and research communities at large around data
Standards issues.
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1. Strengthen educational partnerships with ASTHO, NACCHO, and The
Academy

ASTHO isthe nationd organization representing Sate and territorid public hedth
agencies—the primary group that needs to be motivated to take action around data
gandards. NACCHO represents nearly dl local headlth departmentsin cities, counties,
townships, and districts. ASTHO and NACCHO have aready developed some
educational materias on specific nationa data tandards policies and initiatives. The
interests of ASTHO, NACCHO, and the Consortium relative to data standards are
concurrent. ASTHO and its affiliates (CSTE and APHL) and NACCHO can both take on
respongbility for various educationd activities and provide access to their membership
which includes key public hedth decisonmakers at the state and local levels.

The Academy is the mgor association representing the health services research
community and hedlth policy makers. A stronger partnership with the Academy would
increase the Consortium'’ s reach into decision-makers, collectors, and usersin the health
policy and research community.

a) Messages

While ASTHO and NACCHO aready understand the importance of data standardization
for their members, the Consortium will need to convince the Academy that data
dandardization isacriticd issue for their membership. The Consortium will need to
motivate dl three partners to become actively involved in data standards devel opment

and implementation, secure commitment of time and resources to the efforts of the
Consortium, and get increased access to the membership of ASTHO, NACCHO, and the
Academy.

Messages that will be effective in accomplishing these godsindude:

Clear articulation of how their membership will be impacted by HIPAA. The Consortium
needs to clearly articulate the intersection between HIPAA standards and public hedlth

data. Without clarity about which data andards affect which public health data systems,

it isdifficult to overcome the inertiato maintain the status quo.

The business case for data standards and data integration. ASTHO, NACCHO, and the
Academy need to increase the priority level of data sandardsin their overdl member

support strategies because data standards make sense for their memberships. Data

standards promote efficiency, reduce errors, and improve the timeliness, qudity, and

quantity of information. Better datawill improve the ability of public hedth officids and
researchers to do their job (see Appendix D for more details of the business case). The
delivery of this message should include specific examples of benefits (e.g., how

electronic laboratory reporting has increased timeliness, number, and completeness of
reportable disease data).

The risks NACCHO and ASTHO members face in NOT moving to data standards. A
second reason for ASTHO and NACCHO to concentrate more effort on data sandardsis
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the risk for their memberships of NOT moving to data standards when many of public
hedth’s data trading partners are. Public hedlth depends on the ddivery system for much
of itsdata. The government has mandated that the ddlivery system adopts nationd data
gandards, including use of Hedlth Level Seven (HL-7) and Accredited Standards
Committee-X12. For another part of the government to place information demands on
the delivery system that are not consstent with these strategies will stress the important
partnership between public hedth and the delivery system and may even threaten access
to data.

Potential (to lose) by the Academy NOT being involved. If user groups such asthe
Academy’s members are not involved in the development of data standards, they run the
risk of standard data € ements and definitions being developed that do not meet their
needs. For example, arecent topic of “conversation” on the Consortium'’ s listserv has
been standards for the de-identification of datafor privacy reasons. A standard that
removes patient zip code could greatly impact researcher ability to link hedth care satus
to demographic factors.

Soecific proposals for collaboration. The Consortium should approach ASTHO,
NACCHO, and the Academy with specific proposals for how they can be partnersin the
Consortium’ swork: what tasks can they and/or their affiliates perform; what resources
can they commit; what access can they provide for the Consortium to their memberships.
Later in this educationa plan, we suggest specific activitiesthat ASTHO and/or its
affiliate organizations might be involved in. The Consortium may want the Academy to
encourage its members to participate in Consortium activities by identifying important
data needs, documenting the benefits of having certain data, and contributing to the
business cases for specific dements or sets of dements. It may be beneficia for ahedth
services researcher to be on the “team” that presents a business case to a Standards
Development Organization (SDO) as an expert on the vaue of the data proposed. The
Academy can aso provide aforum for discussion among researchers around data
sandards issues (e.g., listserv), provide access to researchers at its annua mesting
(currently in progress), and potentially even sponsor seminars for researchers on data
standards issues.

Potential to gain from the Academy’ s involvement in data standards development. Data
gtandards have the potentia to improve the usability of data for research purposes, if
researchers make their needs known in the standards devel opment process. Datawill be
more comparable across programs and different geographic areas. Standard identifiers

will facilitate the linkage of data across settings of care and over time.

b) Audiences

The specific audiences for these messages are the senior leadership and board members
of ASTHO, NACCHO, and the Academy.
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c) Tools and Methods

We recommend that designated members of the Consortium be assigned to developing
partnerships with ASTHO, NACCHO, and the Academy. These individuaswould meet
with senior leadership or board members of ASTHO, NACCHO and the Academy with
specific ideas for collaboration.

d) Partners

NAHDO could help fogter the partnership with the Academy as NAHDO is an effiliate
member. The CDC (NEDSS) has dready been working with ASTHO and NACCHO and
might be helpful in establishing that partnership.

2. Coordinate educational activities with National Electronic Disease
Surveillance System (NEDSS)

As mentioned earlier, NEDSS is a CDC effort to create a web-based integrated system to
support the surveillance of infectious diseases. While NEDSS is currently represented on
the Consortium, efforts of the two entities have been rdaively digtinct. As the focus of
HIPAA gtandards development evolves to include the patient medica record, the
information of focus for the Consortium and NEDSS will intersect. Coordination of the
messages of NEDSS and the Consortium will enhance the effectiveness of the CDC voice
in promoting standards that meet the full array of public hedth needs. Lack of
coordination could creste confuson in the public hedth community.

a) Messages

The Consortium needs to explore with senior leadership of the CDC how partnering with
NEDSS will dlow the CDC to reach itslong-term vision for data integration more
quickly. Key messagesinclude:

The desire for states to integrate data systems across the spectrum of health and human
services programs not just pieces of it. Some states are dready developing standards and
gystemsto integrate data across the full range of their programs. These states are

interested in avision for integration that goes beyond surveillance.”

The benefits to NEDSS of coordinating efforts. Coordinating with the Consortium could
increase the speed at which the CDC attainsits larger vision of dataintegration. The
Public Hedlth Conceptua Data Model (PHCDM), developed as part of the NEDSS
initictive, provides the foundation for standardization of public hedth deta collection,

" The data or architecture for NEDSS is not restricted to surveillance.
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management, transmission, andysis and dissemination.2 The PHCDM is derived from
the HL-7 Reference Information Modd (RIM). It was suggested that the Consortium
collaborate with HL-7 to ensure that the HL-7 RIM meets the needs of public hedth.

Risks of not coordinating. Failureto develop unified “CDC” message around data
gtandards could lead to confusion and frudtration at the Sate level.

b) Audiences

The primary audience for these messages is the senior leadership of the CDC and the
NEDSS inititive.

c) Tools and Methods

The Consortium should approach NEDSS and top CDC leadership with a proposa to
develop ajoint Education Work Group around data standards.

d) Partners

The Consortium should use the leadership of ASTHO and its effiliates, CSTE, APHL,

and NACCHO, to help make the case for coordination. ASTHO can represent the needs
of the gates for a unified vison for public hedth data that goes beyond infectious

diseases survelllance. Also, NCHS members of the Consortium should play alead rolein
deveoping this relationship.

3. Reach out to other partners

The four organizationg/initiatives above represent a core or base set of partnerships that
the Consortium will need to actively develop to implement this education Strategy. As
mentioned in Section VI, Partners, severa organizations are dready involved in the work
of the Consortium in ether an extengve or targeted manner. These relationships should
continue. The Consortium membership is dso broadly representative of organizations
that work with the public hedth and research communities. The role of these and other
organizations will need to be expanded to help reach specific audiences or develop
gpecific educational materials.

a) Messages

Clear articulation of how developing or expanding the relationship with the Consortium
would be mutually beneficial. The Consortium will need to approach each target

8 Glossary of Data Modeling Terms. Distributed at National Electronic Disease Surveillance System
(NEDSS) Stakeholder Meeting in Atlanta, GA. April 2001.
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organization with a raionae as to why it would be in their benfit to collaborate with the
Consortium.

Soecific proposals for collaboration. The Consortium should approach each group with a
gpecific proposal for collaboration. This would include: what tasks they would perform;
what resources would be required; and what the Consortium could offer them in return.
In each of the specific drategies discussed throughout the remainder of this report, we
identify potentid partners who could contribute to strategy implementation.

b) Audiences

Organizations that should continue to play an extensve or targeted role in Consortium
activitiesincdude:

The National Center for Health Statistics (NCHS), CDC (currently providing gaff and
financid support);

The Nationd Association of Health Data Organizations (NAHDO) (currently actively
involved as a member and contractor);

The Nationd Committee on Vitd and Hedth Statistics (NCVHYS);

The American Medicd Informatics Association (AMIA);

Workgroup for Electronic Data Interchange (WEDI);

North American Association of Central Cancer Registries (NAACCR);

Southern HIPAA Adminigtrative Regional Process (SHARP) or other regiona
organizations;

National Association for Public Hedth Statistics and Information Systems
(NAPHSIS); and

State data consortia (e.g., Massachusetts Hedlth Data Consortium, New Y ork State
Department of Hedth Statewide Planning and Research Cooperative System,
Minnesota Hedlth Data Ingtitute, Utah Hedlth Information Network).

Organizations who can support the implementation of the educetion drategy in a limited
capacity include:

The Hedlth Care Financing Adminigiration (HCFA);

The Agency for Hedlthcare Research and Quality (AHRQ);

The Health Resources and Services Adminigration (HRSA);

The American Public Hedth Association (APHA);
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Assgant Secretary for Planning and Evauation (ASPE);
The Nationa Committee for Quaity Assurance (NCQA);

The American Nationd Standards Inditute-Hedthcare Informatics Standards Board
(ANSI-HISB);

The American Hedth Information Management Association (AHIMA);
Public Hedlth Foundetion;

Standards Development Organizations; and

Vendors of information systems.

c) Tools and Methods

We recommend that designated members of the Consortium be assigned to developing a
partnership with each target organization at the time that the Consortium is ready to
implement a strategy where the organization could be of hep. These individuas would
meet with senior leadership or board members of the organization with specific ideas for
collaboration.

d) Partners

The Consortium should work with ASTHO, NACCHO, NAHDO, NCHS, and NEDSS to
gpproach these organizations.

4. Secure funding

In order to be able to carry out its mission, the Consortium needs funding. As noted
above, potential funding sources for the Consortium include federa agencies and
foundations. We recommend that the Consortium undertake a concentrated effort to
secure grant funding for its activities.

a) Messages

The business case for data standards development and implementation (See Appendix D:
Rationale for Moving to Data Standards). Funders need to be convinced that data
standards development and implementation are a good investment.

The potential benefits of data standards for research. Foundationswill be particularly
interested in how data standards will support research to improve health and hedth care
(See Appendix D).

The role of a common infrastructure in controlling biological threats that cross
programmatic and geographic barriers. Integrated data systems increase the ability of
the nation’ s public hedth system to identify and control thregts like bioterrorism, multi-
drug resstant bacteria, and emerging infections.
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The need for comparable data to assess performance relative to Healthy People 2010
goals. Data standards will improve the ability of state and federd public hedth officids

to assess progress relative to the goas of Hedthy People 2010 and to better eva uate
programs geared toward improving hedlth status.

The benefits of comparable data to measure health system performance. The lack of data
gandards currently makesit difficult to assess hedth system performance.

Activities required to move forward. Funders need to be made aware of the massve
effort required to achieve data stlandards across the myriad of public hedth and research
programs & dl levels of governmen.

b) Audiences

Funders that should be gpproached include federd agencies within DHHS including the
Office of the Assstant Secretary for Planning and Evauation, CDC, and HRSA, other
federd departments like USDA (around WIC program), DOJ (around bioterrorism), and
hedlth related foundations such as the Robert Wood Johnson Foundation, the W.K.
Kellogg Foundation, and the Cdifornia Hedthcare Foundation.

c) Tools and Methods

We recommend that Consortium members directly approach the leadership of potential
funding organizations. We recommend that the Consortium develop asummary of this
education plan to give funders a sense of the effort required to support data standards
development and implementation. We aso recommend that summary versions of the
Rationale for Moving to Data Standards (See Appendix D), tailored to address the
interests of each funding organization, be disseminated to these funding organizations.

d) Partners

Possible partnersinclude CDC, NCHS, ASPE, and others.

5. Personal appeal to State Health Officers to get involved

One of the most important audiences for the Consortium to involve in data stlandards
efforts are sate hedth officers. State hedlth officers will need to be committed to the
concept of data standards and be the primary flag-bearers at the state level--both upward
to sate legidatures to get funding to move forward and downward in state agenciesto
make it happen.

a) Messages

The rationale for moving to data standards (See Appendix D). State hedth officerswill
respond to a strong business case for data standards. In an environment of constrained
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funding, state health officers will need to be convinced that data standards will both
improve performance and lower costs.

Sates that don’t adopt data standards will be left behind. Thefear of agtate being
perceived as “ backward” or “behind” other states can be amotivating factor for the senior
leadership of state agencies.

Having led a state through the data standards implementation processis professionally
rewarding to state health officers. State hedth officersthat lead their agencies through
data gandards implementation processes will be sought after by other sates. They will

be perceived as |eaders and change agents.

b) Audiences

The primary audience for these messages is sate hedth officers.

c) Tools and Methods

Given the rdatively smal number of Sate hedlth officers, we recommend a persona
gpproach to reaching out to them by other state hedlth officers or senior level state public
hedth officids who are dready involved in the Consortium’ swork. We recommend a
three tier approach:

Telephone contact. The Consortium should begin by hosting conference cals where
smdl groups of state hedth officers are brought together to discuss data sandardization
and integration. These groups should be congtructed so that state hedlth officers that are
dready leading efforts are grouped with those who are not. This approach should create
peer pressure to embrace change and foster a productive exchange of ideas.

Written materials. The Consortium should develop brief high level materids describing
the benefits of data standardization and integration for state hedlth officers. These
materias should be digtributed in conjunction with other forms of contact.

Personal contact. Consortium members should bring together smal groups of state
hedlth officers a events that they are likely to attend (e.g., ASTHO and NAHDO annual
meetings).

d) Partners

The Consortium should work closdly with ASTHO to implement this Strategy.
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6. Campaign to increase awareness of data standards issues and
motivate participation in the public health and research communities

The Consortium should undertake a multi-faceted awareness campaign to promote data
standards to key audiences across the public health and research communities.

a) Messages and Audiences

The core message of this campaign is the rationde for moving to data sandards
(Appendix D). This message should be tailored to apped to different audiencesin the
public hedth and research communities.

Decison-makers and Funders: Focus on the business case for data standards. Data
gstandards will promote efficiency, reduce errors and improve the timeliness, qudity and
quantity of information.

Collectors: Focus on how data standards will improve the flow of data. Data standards
support automated information flow. Automation increases the speed of data reporting

and supports amore rapid response to public hedth threats. This message must

specificdly address collectors fears around how their jobswill change. Emphasis should

be placed on how data standards and automation free up the time of public health workers

to perform more important tasks like investigation, andysis, and response.

Users: Focus on the possibilities for enhanced research using standard data sets. For
researchers data standards will increase comparability of data over time and across
juridictions. Data standards will aso dlow the linkage of data across programs and
settings of care. For public hedlth department users data standards will improve the

ability to perform public health tasks such as identification of public hedlth issues,
assessmernt of health status, and policy and program evaluation. Materias should provide
specific examples of what can be done with better data.

b) Tools and Methods
We suggest four primary methods to reach these audiences:

Presentations at Key Meetings. The Consortium should present the rationde for moving
to data standards at as many meetings asis practica. Presentation materias should be
crafted to present the most gppropriate message for each audience and for different levels
of readiness. Exhibit 4 presents a suggested list of meetings for congderation. An effort
should be made to get amagjor public hedth and/or research association (APHA, ASTHO,
and the Academy) to make data standards and integration a highlighted topic of an annua
mesdting within the next two years.

Audience Specific Listservs. The Consortium should promote its existing listserv to
increase participation from the public heelth community. The listserv should be
publicized as part of presentations, on the website, on partner’ s websites, etc. The larger
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the listserv, however, the lower the likeihood of two-way communication. Therefore,
the Consortium should also create severa listservs targeted to particular audiences, eg.,
the research community, to promote communication on specific topics.

Exhibit 4: List of Meetings for the Consortium to Attend

Name of M eeting 2001 Date Place Sponsor ship

Annual Healthcare Information and February 4-8, New Orleans. LA |HIMSS

Management Systems Society (HIMSS) 2001

Conference and Exhibition

National Association of County and City ~ [March 1-2,2001 |Washington, DC |NACCHO

Health Officials (NACCHO) Leadership

Conference

Massachusetts Health Data Consortium, Inc.|April 27, 2001 Boston, MA MHDC

(MHDC) Annual Meeting

Developing aNational Agendafor Public  |May 15-17,2001 |Atlanta, GA American Medica

Health Informatics Informatics
Association

National Association for Public Health May 20-24,2001 |Albuquerque, NM [NAPHSIS

Statistics and Information Systems

(NAPHSIS) Joint Meeting with NCHS

Academy Annual Meeting - Research to June 10-12,2001 |Atlanta, GA Academy for Health

Action: Shaping our Health Care Future Services Research and
Health Policy
(Academy)

Association of Public Health Laboratories  [June 10-13,2001 |Portland, OR CSTE/APHL

(APHL) / Council of State and Territorial

Epidemiologists (CSTE) Annual Meeting

National Association of County and City  [June 27-30,2001 |Raleigh, NC NACCHO

Health Officials (NACCHO) 2001 Annual

Conference

The National Conference on Health July 23-25,2001 |Washington, DC |NCHS

Statistics

Association of State and Territorial Health | September 18-21, |Orlando, FL ASTHO

Officials (ASTHO) Annual Meeting 2001

American Health Information Management [October 13-18, Miami Beach, FL [AHIMA

Association (AHIMA): 73rd Annua 2001

Conference

American Public Health Association October 21-25, Atlanta, GA APHA

(APHA) Annual Conference 2001

National Association of Health Data December 2-4, Washington, DC  |NAHDO

Organizations (NAHDO) Conference 2001
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Monthly Broadcast E-mails. The Consortium should do monthly broadcast e-mails about
data standards issues. These e-mails should be brief and high leve with linkages to more
detailed information on each topic. Animportant and timely topic would be the
implications of privacy standards for public hedlth and research. These e-mails can be
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In the case of cancer
registries, when
national standards
are used, multi-level
reporting without
redundant or con-
flicting information
needs benefits all
players (e.g.,
American College
of Surgeons, state
registries, regional
registries, CDC, and
NCI). Duplicate
records are readily
identified and
merging of regional
files with other data
such as driver's
license and vital
records is possible.
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used to update the public health and research communities on standards development and
implementation.

Educational programs. The Consortium should develop programs to educate the
audiences discussed above on the rationale for moving to data standards. These programs
could be delivered via teleconferences, video conferences, or “train-the-trainer”

programs.

c) Partners

The Consortium should work with each of its mgor partners (ASTHO, NACCHO, The
Academy, NCHS, and NEDSS) to create and disseminate messages appropriate for each
audience. The Consortium will also need to work with sponsors of the meetings
identified to get data tandards on the agenda. The Consortium should approach other
organizations (eg., APHA) on the list of potential partners to help promote these
activitiesto key audiences.

IX. EDUCATION STRATEGY PHASE II: PARTICIPATE IN THE
DEVELOPMENT OF NATIONAL STANDARDS TO SUPPORT PUBLIC
HEALTH

A. Primary Goal

The primary goa of Phase Il of the education strategy is to encourage and increase public
hedlth involvement in the nationd standards development process. The voices of the
public hedth and health services research communities have not been well-represented

on nationa standards setting bodies. Besides public hedth providers who seek
reimbursement, public health and research communities do not face a mandate for
compliance with nationd standards. Hedlth care industry representatives who Sit on
standards setting bodies often do not have a clear understanding of the functions of public
hedlth or health services research, who or what represents these communities, and the
ways that collaboration with public hedth is beneficid to their business goals.

The focus of this phase isto identify and educate representatives of the public hedth and
research communities about what they need to know to participate in nationd standards
development to support public hedth and get them involved. Key audiences include
collectors and users of datawho are identified by decison-makers at the federad and state
levels and supported by funders. Both the Consortium and its partner, the CDC, have
engaged in the nationa standards setting didlogue. The Consortium presented proposas
to X12 to revise the claim standard to address public hedlth needs, e.g., the collection of
race/ethnicity, mother’s medica record number and other diagnosisindicator. The CDC
has been actively participating in HL-7 and, to alesser extent, X12 mesetings. This phase
is dedicated to increasing participation and unifying the diverse voice of the public hedlth
and hedlth services research communities.




B. Barriers to Meeting Goal

The Consortium faces barriers to getting the public hedth and researcher communities
involved in the national data standards development process. The education Strategies
must overcome barriersincluding:

Lack of unified national |eadership in the standards devel opment process for public
health. Key audiences, such as sate public hedlth officias and their staff, are unsure of
whom to go to for information on national data standards setting, i.e., the CDC, HCFA,
etc. Itisdifficult to find individuas or organizations that represent the diversity of public
health and hedlth services researcher information needs and those with the technical

know how to participate in the nationd discusson. Materids about nationa standards,
Standards Devel opment Organizations (SDO), and HIPAA compliance exig, but they are
scattered and vary in content depending on the hedlth delivery system perspective for
which they were written. The Consortium has begun to overcome this barrier, serving as
amechanism for ongoing representation of public health and hedlth services research in
the implementation of HIPAA Adminidrative Smplification and other data Standards
Setting processes.

Lack of funding for standards development efforts. Limited funds exist for data standards
development for public hedth at the nationd level and for implementation at the state and

locd levels. State hedlth officers rardly support their staff to participate in out-of-state
activities. Much of the current Sate participation in nationd standards development

effortsis voluntary. Many individuas teke time away from their core job responsbilities

to participate. Some standards setting organizations require fees to be members, eg.,

X12, HL-7.

Efforts to devel op data standards are resource intensive. The standards setting processis
consensus based and requires amagjor investment by participants. Consensus on the
content of data standards is usualy reached through alengthy comment and revison
process before the SDO publishes the final standard. Standards produced through this
process are usudly of high quality because the process relies on input from a broad group
of participants. However, the process is expensive and time consuming. It would be
difficult for some states to judtify the expense of sending the same date representatives to
regular meetings of nationa standards setting bodies. Representatives from the states of
Utah and New Y ork are some exceptions, Utah Medicaid participates on WEDI and New
York State SPARCS participatesin ASC X 12 and on the Nationd Uniform Billing
Committee as the Consortium representative.

Public health leaders may be waiting for the private sector to work out the bugs of
standards devel opment and implementation before investing in the process. A complex
gandard typically takes five to seven years to evolve from a concept to publication. In
addition, a standard is not consdered complete until it is validated through use, but such
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acceptance may take even longer than the actua development process.’ Public hedlth
may not want to invest the time in standards development and implementation, forfeiting
its opportunity to have input into the process.

An urgent need has not been identified. Public health and health services researchers
may not see that the vaue of uniform data outweighs the perceived codts of participating
in the process.

C. Specific Educational Strategies

We recommend four strategies to achieve the god of representing the voice of public
health and health services researchers in sandards development efforts. The first strategy
involves the Consortium enhancing its website by posting educationa materias on the
national standards development efforts. Strategies two and three relate to identifying and
training or supporting representatives to participate in the process on behdf of public
hedth. The fourth srategy involves the Consortium partnering with another organization

to create aresource for key audiencesto go to for up-to-date information on nationd data
integration and standards completed or in process.

1. Post brief summaries for public health staff, health services
researchers and the public on what they need to know about national
standards development efforts

The Consortium will establish itself as an educationd resource to public heslth, health
services research, and the public in the implementation of HIPAA Adminidrative
Simplification and other data standards setting processes. We recommend that it enhance
its webdite to provide easy to read materias on the national process from a public health
and research perspective. The materias or brief summaries will not only describe what
audiences need to know about the nationa standards devel opment process but also
demonstrate examples of the result of data Sandardization (e.g., dataintegration). The
guestions in the section on messages below are suggested topics for educational products.

a) Messages

What are data standards? As defined by NCVHS, “Uniform data standards are methods,
protocols, or terminologies agreed to by an industry to alow disparate information

systems to operate successfully with one another.”!° Data standards are technically
complex and difficult for anon-technica audience to interpret and follow. For example,

® Brandt, Mary D. (April 2000). Health Informatics Standards: A User’s Guide Journal of AHIMA. [On-
ling] Available: http://www.ahima.org/journal/features/feature.0004.1.html

10 National Committee on Vital and Health Statistics. (July 6, 2000) Uniform Data Standards for Patient
Medical Record Information. Report by the National Committee on Vital and Health Statisticsto the
Secretary of the U.S. Department of Health and Human Services.
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typica users of public hedth datado not have the technical skillsto interpret the
implementation guides which trandate the codes for diseases, procedures, etc. into
content.** This educationa product will define data standards, their types (e.g.,
vocabulary, structure and content, messaging, security/privacy), and provide examples of
those most relevant to public hedth and hedlth services research communities, eg.,
HIPAA Adminigrative Smplification sandards.

What are standards setting organizations? Standard setting organizations include SDOs
and Data Content Committees (DCC). SDOs are organizations that develop and maintain
the modds, data dictionaries, Sructure, syntax, and implementation materials for

electronic transaction standards. All designated SDOs maintain policies that meet the
requirements of the American Nationd Standards Ingtitute (ANSI) for open participation
and assurance of due process. This educationd product will identify the SDOs relevant

to public hedlth and hedlth services researchers. Readers will know which SDO to
approach when contemplating a particular sandard type. DCCs are committees that
provide a nationa forum for discussion, review, and action regarding change requests to
the data sets associated with hedlth care financia and adminidtrative transactions.

The Designated Standards Maintenance Organi zations (DSMO) are the specific DCCs
and SDOs who have agreed to maintain those standards designated as nationd standards
inthe HIPAA Adminigrative Smplification standards for eectronic transactions findl

rule. Accredited Standards Committee X12 (X12); Denta Content Committee; Hedlth
Levd Seven (HL-7); Nationa Council for Prescription Drug Programs; Nationd Uniform
Billing Committee (NUBC); and National Uniform Claim Committee (NUCC).*? These
organizations will be described in the educationd product. 1t will also describe how
SDOsinteract with DCCs and other playersinvolved in the process of stlandards setting.
(Appendix G provides additiona detaill on SDOs))

What is the process for setting standards? Public hedth and hedlth services researchers
do not understand the standards setting process and the jurisdiction of SDOs over
particular issues’® This educationd product will summarize the process of nationd
dandards setting. Simplified stepsinclude: 1) presenting the need for a standard to the
American Nationa Standards Ingtitute (ANS); 2) designating an SDO to develop the
standard; 3) developing the concept, drafting the proposed standard, commenting, and
reaching consensus among industry representatives, professona associations, consumer

™ The Lewin Group. (October 16, 1998) Engaging Public Health and Health Services Research in the
Health Data Standards Development Process. (Draft Document) Salinsky, Eileen.

12 bepartment of Health and Human Services. (March 2000) Memorandum of Understanding anong
Organizations Designated to M anage the M aintenance of the Electronic Data | nterchange Standards
Adopted under the Health I nsurance Portability and Accountability Act of 1996 [On-line], Available:
http://www.aha.org/hipaa/resources/mou.asp. And http://www.hipaa-dsmo.org.

13 The Lewin Group. (October 16, 1998) Engaging Public Health and Health Services Research in the
Health Data Standards Devel opment Process. (Draft Document) Salinsky, Eileen.
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groups, government agencies, vendors, 4) publishing the sandard; 5) revising the
standard based on comments about implementation.

What standards are relevant to public health and health services research? This product
will interpret issues being raised a sandards setting organizations from a public hedth
perspective for public hedth audiences. For example, why is the provider identifier an
important standard for public health andysis? To develop and update this product, the
Consortium will need to closely monitor stlandards setting discussions. In addition, the
Consortium representatives need to bring to these discussions a clear and congistent
definition of public hedlth and its information needs across the broad range of functions it
performs. Public hedth can be defined differently depending on the emphasis of a
particular state or locality and what entities are under the hedlth related department. For
example, it is hard to separate public hedth functions from direct service delivery by
public hedth dinics. Many public hedlth agencies are in the same department as
Medicaid and other medical and nor-medica assstance programs. The Consortium has
adopted a broad definition of public hedth. “The public hedth vison, as exemplified in
the objectives of the Hedthy People 2010 initiative, is hedthy people in hedthy
communities and the mission isto promote physica and menta hedth and prevent
disesse, injury and disability.”**

How are the public health and health services research communities currently involved
in these efforts? What more can we be doing? In this product, the Consortium can
describe its current efforts in tandards setting (e.g., diagnosisindicator, race/ethnicity
definitions included in clam standard, mother’s medical record number on clam

standard) and what more can be done (e.g., expanded collection of e-codes, payer type
definitions, county code, source of admission code, functiona status definitions,

readmission indicator, nationa provider identifier, unique individud identifier).

How can you get involved? The Consortium will outline the steps different audiences can
take to get involved in the nationa standards setting process. As audiences may be more
likely to get involved when sandardization is the law, the Consortium will provide a
timeline for passage of the laws relevant to public health and health services research
communities. One respondent cautions, however, that the timeframe dlotted by law for
the development of standards may not be sufficient to fully test the implementation of the
standards.

Involvement includes meseting attendance, participation on sub-committees or work
groups, or board representation. Steps will be dightly different for decison-makersthan
collectors and users. Decison-makers, such as public hedlth senior leadership, will dso

14 public Health Data Standards Consortium. (November 27, 2000) The Operating Principles of the Public
Health Data Standards Consortium [On-line] Available:
http://www.cdc.gov/nchs/data/phdsc/copfinal . pdf

O “LewiN Group &3 269285



be provided with stepsto develop state and locd initiatives that are in line with nationa
initigtives

b) Audiences

The audiences for these educationa products will be anyone who accesses the
Consortium webgte. They will be written for decison-makers, collectors, and users of
hedth information.

c) Tools and Methods

We recommend that members of the Consortium be tasked with developing draft one-
page summaries on the messages outlined above. These documents will be circulated for
comment, revised, and posted on the website. The website design should alow for easy
access to these documents.  The Consortium needs to establish a process for updating
these products and monitoring their uses.

d) Partners

ASTHO has dready drafted one-pagers on some overlapping topics, such as SDOs. Each
one-pager answers four questions. What is the effort? What' s been accomplished? What
are the next steps? What does it mean to states? The Consortium might also leverage its
partnership with the Academy to help with the interpretation of standards from the hedlth
sarvices research perspective. The Consortium can look to its other partners as possible
venues for web dissemination either directly or through linkages to the Consortium’s
website.

2. Recruit and train a critical mass of public health representatives

A key god of this phase of the Consortium’swork is to get broader representation of the
public hedth community on the mgor standards setting organizations. The Consortium
needs to prioritize which organizations in which it would like to have avoice (eg., X12,
HL-7, NUBC, NUCC), identify the types of people or organizations which could best
represent public hedth, and then support these individuas or organizations to participate
inthe work of the SDOs. Representatives expertise should span different data systems.
Their roles will include serving on standards setting bodies and funnding input to and
from these bodies that represent the diversity of segments of the public hedth and hedlth
services research communities.

a) Messages

Some of the Consortium representatives participating in the nationa standards setting
processwill be senior hedth department staff identified by state hedlth officers. Many of
the same messages used to get state hedlth officersinvolved in the building
partnerships/educating congtituencies phase of the education strategy apply to the
recruitment of these representatives:
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The rationale for moving to data standards, e.g., increased data quality, timeliness,
and comparability.

Sates that don’t adopt data standards will be left behind.

Having participated in the national standards development processwill be
professionally rewarding.

Other representatives will be from nationd partners and potentia funders, including
ASTHO, The Academy, and the CDC who will respond to messages mentioned above,
and others such as

Clear articulation of how their constituencies will be impacted by HIPAA.

The potential to gain from involvement in data standards.

The potential to lose by NOT being invol ved.

The role of a common infrastructure in controlling biological threats that cross
programmatic and geographic barriers.

Once representatives are recruited, they need to be trained to serve on standards setting
bodies from a public health and health services research perspective. The primary
training messageis

How to participate in the standards setting discussion. Representatives will learn to:

Develop an understanding of the data standards and integration issues facing the
organizationsthey represent;

Bring these issues to ameeting of dl representatives for consensus on pressing issues
for the Consortium to address,

Prepare for their participation in the standards setting discussion by reviewing the
minutes from prior megtings, by identifying who sits on the board of the SDO or
DCC, etc.,

Represent the public health and health services researcher voice in standards setting
discussons,

Funnd input from the standards setting discussion back to the Consortium and the
organizations they represent.

b) Audiences

State and federal decision-makers comprise one audience; senior officials will mogt likely
suggest members of their staff to engage in the process.

Collectors and users of hedth information are candidates for participation in nationd
standards setting discussons. They have the technical knowledge aswell asan
understanding of the information needs in segments of the public health and researcher
communities necessary to be representatives in the national standards devel opment
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process. The Sze and diversity of collectors and usersin public hedth and research
communities means that al programs, research disciplines, and states cannot have a seat
on these bodies. There needs to be a structure to get input that ensures that different
needs are addressed.

c) Tools and Methods

The Consortium will work with its partners to help identify and recruit representatives to
St on standards setting bodies. We recommend that the Consortium make a persona
gpped to State hedlth officers to recommend key staff to participate. The Consortium
should consult the growing number of regiond efforts. The Consortium may aso dréft a
cooperative agreement with federa agenciesto participate in standards setting
discussions. Representatives suggested term is three years.

Training for representatives should include reviewing the one- pagers on the Consortium’'s
web-ste. The Consortium should leverage the work of other organizations around
training, e.g., SDOs.

The criticd mass of representatives should convene quarterly (via conference cals) to
discuss pressing issues in the public health and research communities which could be
taken to the nationa standards discussion. Representatives should come to these
meetings having reached consensus at thelr home indtitutions about information needs
that standards can or cannot address.

The Consortium should post a schedule for who is attending which standards discussions
throughout the year. Representatives should summarize the discussion for digtribution to
the Consortium.

d) Partners

As mentioned above, the mgor partners for recruitment and training of the Consortium
representatives on standards setting bodies include the CDC, ASTHO and its affiliates,
and the Academy. Other possible organizations that could help in identifying and
recruiting representatives include APHA, NCVHS, SHARP or other regiona
organizations, NAPHSIS, and state data consortia.

3. Engage the public health community around data standards
development for a particular type of data system

The Consortium may want to begin its more srategic involvement in nationd standards
development efforts by choosing to develop appropriate standards for specific data
element in a particular data system that resonates with alarge number of sates. Each
sandard setting effort sets a precedent for future efforts and provides an opportunity for
learning. If benefits are redized on the implementation Sde (e.g., new budget line item to
support standardized datafor X public hedlth function or data system), thenthe
Consortium develops atrack record for its next activity. Asthis strategy is not an
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educationa effort, per se, it does not fit into the framework of identifying messages,
audiences and tools and methods. We discussthis strategy in terms of the steps the
Consortium needs to take to implement it.

a) Steps for Strategy Implementation

Choose a data system for standardization that will generate interest and support from
state and federal representatives aswell as private health care industry representatives.
Candidate suggestions made by interview respondents include various disease regidtries,
hospital discharge data sets, vitd gatigtics, etc. The data system chosen should be
widespread in use (i.e., common across states), cross-cutting (i.e., runs across multiple
programs within a hedth department), manageable in size (i.e., number of data dements),
impact public hedth and private providers, and offer opportunities for rapid return on
investment either in terms of cost savings or public heath benefit.

Leverage existing research on standards for this data system. The Consortium should
determine whether HHS, as part of its requirement under HIPAA, or other organizations
have sdlected or developed a standard setting process for the data system or specific data
element(s) or transaction(s) associated with the system. The Consortium should research
whether slandards setting activities have begun at nationa or local levels.

Form a work group with expertise in the data system of interest. The Consortium should
develop awork group for the standards devel opment of the data system of interest. This
work group would be charged with developing the business case for standardization of
specified components of the data system and identifying which SDO would be most

likely to develop the standard.

Develop a business case for the standardization of specific data el ements within the data
system. The discussion of the business case for standards should demonstrate that a

problem is being solved through standards development. Representatives from the

hospital indusiry who have been involved in the standards setting process stress the
importance of evauating the information needs that proposed standards address and the
implications of proposed standards on parties responsible for adopting them.

Prepare for the presentation to SDOs. SDOs fear that public health agencies and
researchers will have unreasonable demands for what information getsincluded in
standard data transmissions. The Consortium should be prepared to answer the following
questions:

What information need does the standard address? Why?

What are the benefits of collecting the data?

What are the cogts of collecting the data? Does it require a medica record extract
which places a burden on providers?

How good or poor isthe data quality? How reliable are the data?
Isthe standard feasible to adopt?
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Isthe standard ethicd to adopt? Will the data be misused?

b) Partners

Once the Consortium has identified the portion of the data system of most importance to
gtandardize, it should partner with anationd or state organization that is furthest dong in
itsresearch of this data system. In addition, it should develop ardlationship with the
SDO most likely to develop the standard and possibly a vendor to provide input on
implementation issues.

4. Develop aweb-based resource center to track standards
development efforts relevant to public health and health services
research

The area of dataintegration and standards development is moving rapidly. Innovation is
occurring across the country as organizations work to solve common data problems that
face public hedth. A critical need identified by Sate hedlth officidsis for better
information and improved access to information on the various activities underway
across the country. These activities would include standards devel opment efforts by
various nationa standards setting organizations and standards implementation efforts at
date and locd levels. State hedth officids would like their organizations to be able to
benefit from the experience and activity of others. Current information networks are
informal and largely word of mouth and information is scattered.

a) Messages, Tools and Methods

We recommend that the Consortium and its partners play an active role in tracking and
disseminating information on an ongoing basis about efforts related to standards
development efforts. In this Phase, Phase |l of the education strategy, we outline the
messages, tools, and methods necessary to support an inventory of the existing sandards
development efforts that are relevant to public health and health services research. Inthe
next Phase, Phase 11 of the education strategy, we discuss tracking standards
implementation efforts.

We envision that the Consortium will develop a user-friendly web-based tool that
provides aligting of standards development efforts with brief descriptions, contact
information, and links to additiond information available on the internet. Users should
be able to type in akey word for a data element or data set into a search engine and
receive the following informetion:

- whether stlandards are under devel opment;

- which organization isinvolved in developing the sandard;

- which standards setting organization has purview over this standard type;

the status of standard development (e.g., adoption, implementation, or sunset);
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the implications of the sandard for public hedth;
contact information for persons involved in the standards devel opment;

links to experts viaindustry organizations (e.g., WEDI SNIP) and other information
avallable on the internet;

- when the information was last updated.

The research necessary to develop thistool involves identifying what standards currently
exis and which are rdevant to public health as well as what public hedth data types exist
and whether standards setting or data integration efforts are underway. NAHDO' s ligting
of public hedth datatypesis a dart to this effort. (See Appendix H.) It will be important
to clearly identify the data d ements included in the standard and the coding structure for
those data & ements.

Additional Consortium gaff or dedication of staff by Consortium partners will be
required to implement this strategy.

b) Audiences

The resource center will be targeted for use by decision-makers, users, collectors, and
suppliers of information as well asthe generd public.

c) Partners

NAHDO, with its technical cgpahilities and its understanding of public hedth, isa

possible partner to help the Consortium devel op the web-based resource center. Since
this type of resource would be useful to dl types of organizations that ded with hedlth

data, the Consortium might want to partner with CDC, NCHS, HCFA, WEDI SNIP,
SHARP or other regiona organizations, AMIA, ANSI-HISB, SDOs and/or NAPHSIS to
develop this resource center.

The Consortium should leverage existing metadata, or “data about data,” systems. For
example, it is currently seeking linkages to the United States Hedlth Information
Knowledge Base (USHIK) metadata registry. USHIK is being developed by the
Department of Defense and the Hedlth Care Financing Administration to build, populate,
demondrate and make available a data registry to asss in cataloging and harmonizing
data e ements across organizations. Its current focusis on HIPAA data eements.

X. EDUCATION STRATEGY PHASE Ill: SUPPORT IMPLEMENTATION

A. Primary Goal

The primary god of educationa activities during Phase |11 isto provide support and
guidance to states in al aspects of data tandards implementation. Organizationswill
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“We need a better
public health data
model to better
represent the
complexity of many
public health
transactions.”

Wadsworth Center of
New York State

Department of Health

need help to organize the process, secure funding, decide which standards to implement,
and work through the steps necessary to implement various data standards.

B. Barriers to Meeting Goal

Difficulty in knowing where and how to start. Statesface multiple and potentialy
competing needs for data Sandards and integration. Data standardization can occur
within aleve of government across programs, across levels of government for a
particular program, or across states for a particular program. For example, a state could
chooseto join anationd effort to develop standards for its cancer registry or it could
develop standards across al registries for the Sate.

Lack of connectivity is a barrier to standards implementation. Data standards presuppose
electronic transactions. Many current transactionsin public health are paper based, and
some partnersin data exchange may not have the technology or skills required.

Lack of funding for standards implementation efforts. Trandaion or conversion to
nationa standards from legacy systems is expensve and may be difficult. As mentioned
earlier funding for infrastructure improvement activities is currently limited by the
historica peattern of categorica funding.

Lack of uniformity in how public health is structured at the state level. Each Sate hasa
unique structure. Public hedth activities may be in autonomous units or in units linked to
Medicaid, insurer and provider regulation, and/or socid services. Sometimes dl public

hedth activities are controlled at the Sate leve and sometimes locdities have sgnificant
authority. Different structures make it difficult to develop solutions that can be easily
replicated.

Lack of coordination across the multiple data standar dization and integration efforts
occurring in public health. Many efforts are currently underway within states or across
datesfor particular data sets (e.g., infectious diseases surveillance systems, immunization
registries, cancer regidtries, vita records systems, efc.) Thereis currently no forma
mechanism to coordinate these efforts or even facilitate the sharing of information across
initiatives.

Saff or organization resistance. Staff may resist data Standardization and integration
processes because of fears of loss of historica data, 10ss of autonomy, increased
workload, or loss of job security. Organizational ownership of existing systems may aso
cause resistance to change these systems.

Separation of program and information technology staff. Standardsimplementation
requires commitment from both the content and technica experts. However, thereis
often a gap between program and information technology operations. Program staff may
not have the knowledge or skills to appreciate emerging technologies and the
implications for public hedth practice. States experience difficulties recruiting and
retaining qudified public hedth information technology professonds. Technicd experts
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may not have the substantive expertise necessary to determine whether the
implementation is useful.

C. Specific Educational Strategies

1. Create a public health implementation guide for selected national
standards as they relate to public health

The Consortium should develop a practicd guide to help public hedlth entities respond to
national data standards. The Consortium may want to choose an administrative
amplification standard or claims attachment most relevant to public hedth to begin or
choose a data standard not directly related to HIPAA. Implementation guides for
gandards ensure consistency in implementation. An implementation guide should
provide standardized data requirements and content for al users of a particular standard.

a) Messages

Thisimplementation guide should include a detailed explanation of the data standard by
defining:

What business use or transaction the standard deals with and how it relates to public

hedith;

A mapping of the information flows as they rdate to public hedth;

Utility and requirement of each data fidd;

Systems for coding and tables of recommended codes;

Specification of gpplicable values,

Examples of complete messages.

b) Audiences

This guide should be structured to provide information to collectors—the people who
collect and maintain data sets and handle transactions involving public hedth data—as
well as users and suppliers.

c) Tools and Methods

The guide should be disseminated viathe web. People should have the option to
download the document from the web directly or purchase abound version for anomind
fee. Efforts are underway by the Consortium to develop a readable data dictionary for the
X 12N 837 standard.
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d) Partners

The Consortium should work closely with other groups who have developed
implementation guides. Thetypica process for developing an implementation guide
indudes organizations involved in developing the standard in question, users and
collectors of data, vendors of information systems, and suppliers of data. For example,
the CDC has developed an implementation guide for HL-7 asit relates to electronic
laboratory reporting of public hedlth information. They worked with people involved in
developing the HL- 7 standards, collectors and users of dataat CDC, and Shared Medical
Systems, avendor of information systems.*®

2. Create an implementation toolbox

Hedth Officers interviewed perceive there to be ahigh level of awareness about the need
for standards setting to support integrated data systems but not much information on how
to actualy make it happen. Interviewees suggested that the Consortium construct a
“toolbox” that outlines the key steps of the process in concrete terms and provides
supporting materias around each step.  This toolbox would be primarily web-based but
could incorporate distance-based educationa seminars and programs at conferences.

a) Messages

The content of these educationd materids and programs would cover the educationd
needs described by state representatives during our interview process. Educational
modules would include:

Assessing Readiness.  Readiness relates to the degree of integration, linkage, and sharing
of data sets at the sate level or among states and their information trading partners. For
example, states with an Intranet are better positioned than states without an Intranet for
communicating information about standards. The American Hospital Association
conducted a survey of its members to assess their current overdl readiness to meet the
HIPAA requirements and to determine the services and resources they need to meet
privacy, security and administrative smplification regulations'® Thistool providesa
potential modd to replicate for public hedth agencies.

Making the case for funding at the state level: This module would be desgned to help
date hedth officers and other senior level public hedth officias make the case to those
within their state who influence funding decisions including the governor, senior deputies

15 Centers for Disease Control and Prevention. (October 1997) Health L evel Seven Specifications for
Electronic L aboratory -Based Reporting of Public Health Information.

16 American Hospital Association. (March 2000) HIPAA Privacy. Security, and Administrative
Simplification Regulations. Member Readiness and Needs Assessment. [On-line], Available:
http://www.aha.org/hipaa/resources/HI PAA SurveyReport. pdf
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to the governor, and the state legidature. Thiswould provide a sample business case for
sandards devel opment including information on how standards support a more effective
public hedlth response to current thrests like bioterrorism, emerging infections, foodborne
illness, and drug resstant bacteria. This module could include canned presentations that
date public hedth officids could modify for use within their congtituencies. These
materials could also be disseminated via the web.

Estimating resource requirements. States will need guidance as to how to develop a
budget for various levels of effort. Budgetswill vary based on the scope of the effort.
Stateswho are in the midst of efforts can help develop budget templates.

| dentifying alternative funding sources:. This module would help senior leve public
hedth officids and public heath program management identify other sources of funding.
This tool would be aweb-based ligting of federd and foundation grant-making programs
that support data standards implementation. 1t would aso provide case studies describing
how various states secured funding for their efforts and emphasize the need for creetivity.
For example, the States of Illinois and Wisconsin have committed and opportunistic
Hesdlth Officers who use portions of categorical or discretionary funds to pay for
integrated information systems. The State of 1llinois used Hedth Alert Network funding
to connect adl of itsloca hedth departments to each other. The state of Wisconsin paid
for its web-based immunization registry with 12 different funding sources.

Writing applications for funding: This module would include “grant templates’ to help
senior leve public hedth officids and public health program management actualy secure
funding. States who have been successful in securing funding would be asked to share
de-identified grant gpplications to serve as models for others. Possible existing grant
programs at the CDC include NEDSS, Emerging Infections Program, Hedlth Alert
Network, and Electronic Lab Capacity. One of the goals of the Robert Wood Johnson
Turning Point initigtive is integrated information systems, and data standards are required
to make this happen. Research would need to be conducted to identify other grant
programs. States would be encouraged to work in partnership with othersto secure
funding (e.g., private providers, universities, other states).

Building a team to make it happen: This module would be geared toward state health
officersto give them information on how other states have organized their efforts. This
would include what kinds of people have been involved (including
vendors/contractors/providers), what partners were included (e.g., public hedlth
departments have worked closely with laboratories on standards for the eectronic
transmission of reportable disease data), what advisory bodies were convened, what
Structure was used to organize the work, and what strategies did states use to bring people
on board. Specid emphasis would be placed on the need for avery high leve individua

to champion the effort and the need to develop structures that help to bridge the gap
between program and information technology saff a the State leve.

For example, to get started Wisconsin put together a data steering committee of 20
individuas representing loca health departments, the state, community-based
organizations, and others. This body idertified information needs a the grassroots leve
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and put together the plans for aWisconsn public hedth information initiative. The
Hedth Officer’ s job was to secure funding from the State legidature.

Mapping data flow: Mapping data and data flow is aussful tool to help identify trading
partners for data exchange and gpplicable standards for data sets. The Consortium could
provide sample data maps (e.g., Wisconsin has developed a preliminary map of data
though it is not currently for public dissemination).

Determining where to start:  The Consortium should devel op recommendations for how
to prioritize sandardization efforts based on the status of national standards devel opment
efforts and the track record of states in implementing particular tandards sets.

Models for integration. The Consortium should provide dternative models for data
integration used by different states. This modd would provide information on which data
sets have been integrated across which programs (public hedth and beyond). The web-
based resource center on integration and implementation could provide content for this
tool (see Phase 1, Strategy 3).

Expanded Public Health Conceptual Data Model (PHCDM). The Consortium may work
with HL-7 to ensure that the HL-7 RIM, from which the PHCDM s derived, meets the

full range of public health data needs. The purpose of the current model is to document

the information needs of public hedth and facilitate the development of standardsto

support infectious diseases survelllance.

Seps necessary to implement national data standards. The Consortium would use case
gudiesto illudtrate the steps that states went through with respect to different
gandards/integration efforts. The case studies that NAHDO completed as part of this
project could be used as content in this set of materias. For example, case study research
on immunization regidries reveded that annua immunization registry surveys area

modd to monitor and inform states about standards priorities. The case sudy materids
aong with additiona research could be used to develop manuds for implementation of
different standards sets.

Overcoming barriers. States will need pointers on how to overcome key barriers such as
daff resstance, difficulties in getting staff to work together, lack of technical know how
among Staff, fears about loss of autonomy, different levels of readiness across

departments, technica difficulties, etc.

User friendly data dictionaries and implementation guides for different standards sets
As new standards are devel oped, the Consortium should add new implementation guides.
The firg priority should be HIPAA related sandards, but it could also work with NEDSS
around standards for survelllance. The web-based resource center to track standards
development efforts could provide content for thistool (see Phase [1, Strategy 4).
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b) Audiences

The audience for the implementation toolbox will primarily be decisonmakers (Sate
hedlth officers) and collectors (Sate health department staff). At this point we do not
recommend implementation support for the research community (as collectors) due to
resource congtraints.

c) Tools and Methods

These tools would be disseminated via the website through written materials and manuas
and web-based tutorials. Severa distance-based learning seminars could be offered to
provide more intengive ingruction on selected topics for specific levels of saff. Weaso
recommend that CDC or ASTHO fund a seminar where state health officers and/or senior
level deputies could be trained on the basics of managing data andards, integration, and
implementation. This seminar could be held in conjunction with another relevant

mesting (eg., ASTHO annud meeting). We recommend that the Consortium leverage
the regiona work efforts of groups like the Southern HIPAA Adminigrative Regiond
Process (SHARP). Vendors and providers could partner in mapping data flow and
developing data dictionaries and implementation guides.

d) Partners

We recommend that the Consortium work collaboratively with ASTHO, NEDSS, and
NAHDO to develop and disseminate these materids. States who have gone through
integration and standardization efforts should be consulted in the development of
materids. Other possible organizations for consultation include the Government
Information \Vaue Exchange for States (GIVES),!’” SHARP, the Massachusetts Health
Data Consortium, the Minnesota Health Data Indtitute, and the Utah Health Information
Network.

3. Develop aweb-based resource center to track data integration and
standards implementation efforts in public health

Phase |1, Strategy 4 described aweb-based resource center of standards devel opment
activities. We recommend that this resource center o track information about
implementation efforts related to data standards and integration across states or programs.
Innovation is occurring al over the country. States face many of the same problems and
could learn a huge amount from the experience of others. As mentioned earlier, current
information networks are informa and largely word of mouth and information that could

be helpful is scattered.

17 GIVESisacollaborative government and health care industry group focusing on the sharing of
information through a clearinghouse highway and providing aforum for discussing and resolving issues
in meeting HIPAA standards. For more information, contact Joyce Y oung at (919) 661-5881.

O “LewiN Group 48 269285



a) Messages, Tools and Methods

We recommend that the Consortium and its partners play an active role in tracking and
disseminating information on an ongoing basis about efforts related to standards
implementation and dataintegration efforts. In this Phase, Phase 111 of the education
drategy, we outline the messages, tools and methods necessary to support creating a
partid inventory of sandards implementation efforts that are being undertaken by public
hedlth agencies and hedlth services researchers. We do not envision that thiswill cover
every activity in every gate. The intent would be to have a representative sample of
activities and case studies around key programs or data sets.

We envision that the Consortium will enhance the user-friendly welb-based tool described
in Phase Il Strategy 4 to provide a listing of what various states, regions, or programs are
doing around standards implementation and dataiintegration. Thislisting would include
brief descriptions of the activity, information on the entitiesinvolved in the activity,

contact information, and links to additiona information available on the internet. Users
should be able to type a state, a program, or atype of datainto a search engine and
receive the following informetion:

- what sandards implementation or integration activities are currently going on;
- what organizations are involved in the effort;

- which program or data set isthe focus of the effort;

- the gatus of implementation;

any case study information in existence (e.g., NAHDO' s case studies of state efforts
would be a good resource to include on this website);

contact information for personsinvolved in the effort;

links to experts viaindustry organizations (e.g., WEDI SNIP) or other information
avallable on the internet;

- when the information was last updated.

Research would be required to develop a criticd mass of efforts to include on this
webdite. The resource center needs to promote cross-fertilization and the sharing of
knowledge among the public hedth and health services reseerch communities.

Additional Consortium gaff or dedication of staff by Consortium partners will be
required to implement this strategy and support the resource center users.

b) Audiences

Funders comprise one audience as resources and staff are needed to research, develop and
maintain the web-based resource center.

The resource center will be targeted for use by decison-makers, users, and collectors.
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c) Partners

ASTHO, with its linkages to public health agencies, is a possible partner to help the
Consortium develop the web-based resource center. NAHDO, with its expertise in Sate
encounter data, is another possible partner. The CDC may be helpful because some of its
grant programs focus on data integration, electronic data exchange, or data standards.

For example, the organizations working under Electronic Laboratory Capacity grantsto
develop dectronic laboratory reporting capabilities have from time to time shared case
studies about progress and issues with other grantees. Linkagesto thistype of

information would be helpful to other states considering such efforts.

The Consortium should leverage existing metadata, or “ data about data,” systems. For
example, it is currently seeking linkages to the United States Hedlth Information
Knowledge Base (USHIK) metadata registry. USHIK is being developed by the
Department of Defense and the Hedlth Care Financing Administration to build, populate,
demondtrate and meke available a data registry to assist in cataoging and harmonizing
data elements across organizations. Its current focusis on HIPAA data elements.

Xl. EDUCATION STRATEGY: SUMMARY OF PHASE I, Il AND 1lI
STRATEGIES

Exhibit 5 summarizes the strategies for each phase of the educetion plan.

Exhibit 5: Summary of Educational Strategies

Strategy Audiences Partners
PHASE |
1. Strengthen educational partnerships ASTHO NAHDO, NEDSS
NACCHO
The Academy
2. Coordinate educational activities with NEDSS NCHS, ASTHO, and
National Electronic Disease NACCHO
Surveillance System (NEDSS)
3. Reach out to other partners See Exhibit 3 NCHS, ASTHO,
NACCHO, NAHDO, and
NEDSS
4. Securefunding DHHS: CDC and HRSA CDC, NCHS, ASPE, and
Other federal agencies others
(USDA, DOJ)

Health related foundations
(Robert Wood Johnson, W.K.
Kellogg and California
Healthcare Foundations

5. Personal appeal to State Health Officers | State Health Officers ASTHO
to get involved

6. Campaign to increase awareness of data | Decision-makers, collectors, NCHS, ASTHO, The
standards issues and motivate and users Academy, NEDSS, and
participation in the public health and others
research communities
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Strategy

Audiences

Partners

PHASE 11

1. Post brief summaries for public health
staff, health services researchers and the
public on what they need to know about
national standards development efforts

Decision-makers, collectors,
and user

ASTHO, The Academy,
and othersfor
dissemination viaweb
linkages

2. Recruit and train acritical mass of
public health representatives

Decision-makers, collectors,
and users

CDC, ASTHO, and The
Academy

Othersto help identify

and recruit representatives
including APHA,

NCVHS, SHARP or other
regional organizations,
NAPHSIS, and state data
consortia

track standards development efforts
relevant to public health and health
services research

3. Engage the public health community Decision-makers, collectors, Depends on data system
around data standards development for | and users selected
aparticular type of data system

4. Develop aweb-based resource center to | Funders, decision-makers, CDC, NAHDO,

users, collectors, and
suppliers

NAPHSIS, WEDI SNIP,
AMIA, ANSI, HISB,
SDOs, and others

PHASE 111

1. Create a public health implementation

guide for selected national standards as
they relate to public health

Collectors, users, and
suppliers

Depends on standard ¥
should include
organizationsinvolved in
standard development,
vendors, and suppliers of
data

2. Create an implementation toolbox

Decision-makers and
collectors

ASTHO, NEDSS,
NAHDO state data
consortiaor regional
workgroups, vendors, and
providers

3. Develop aweb-based resource center to
track dataintegration and standards
implementation effortsin public health

Decision-makers, users, and
collectors

CDC, NAHDO,
NAPHSIS, and others

Xll.  FINDINGS FROM THE PUBLIC HEALTH DATA STANDARDS
CONSORTIUM SECOND ANNUAL MEETING

On March 21 and 22, 2001, The Steering Committee of the Consortium met to share
information on recent activities, formulate gods for the coming year, and develop aplan
of action. During this meeting, The Lewin Group and NAHDO presented an earlier draft
of this education strategy for discussion. In addition to suggesting refinements to the
draft document, the group prioritized the specific educationd drategies by the year in
which the activity should begin. Two activities in Phase |, strengthening educationd
partnerships and coordinating educational activities with NEDSS were treated as
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“givens’ because they were viewed as centra to the ability of the Consortium to move
forward. Exhibit 6 presents the results of this exercise.

Exhibit 6: Prioritization of Specific Educational Strategies

Number of Votes
Phase of Effort and Strategy 1Yer |2-3Years| 3-5Years
Phasel: Build Partnerships/Educate Constituencies
Strengthen Educational Partnerships GIVEN
Coordinate Educational Activitieswith NEDSS GIVEN
Secure Funding 18 3
Campaign to Raise Awareness and Motivate Participation 14 4
Reach Out to Other Partners 13 4
Personal Appeal to State Health Officers 9 9
Phase|l: Participatein Standards Development
Develop a Web-based Resource Center to Track Relevant 22 1
Standards Development Efforts
Post Summaries of What Y ou Need to Know 18 3
Recruit and Train Public Health Representatives to Serve on 9 12 9
SDOs
Engage the Public Health Community Around Particular 4 9 10
Data System
Phaselll: Support Implementation
Develop a Web-based Resource Center to Track Relevant 19 12
Data Integration and Standards | mplementation Efforts
Create Implementation Guide for Selected Standards 9 9
Create an Implementation Toolbox 1 24

Also during this meeting, the Steering Committee established savera workgroups to
begin moving the education drategy forward. Participants in the meeting suggested who
should serve or be represented on each group. New members are welcome. These
groupsinclude:
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Newly Established (ad hoc) Work Groups:

Overcoming BarriergStrategic Planning - This group will consider srategies for
overcoming barriers to migrating to nationa standards by leveraging the HIPAA
standards process more broadly for public hedlth and by working more effectively
with the private sector. They will build on the Consortium’s education Strategy .

Health Care Service Data Reporting Guide - Thisgroup will develop an
Implementation Guide to provide a sandard implementation for data systems that use
or potentialy could use the 837 Health Claim transaction <.

W eb-based Resour ce Center - This group will design aplan for aweb-based
resource center that will track and provide educationa resources on data
Sandardization and standards implementation efforts relevant to public hedth and
research.

Newly Established (standing) Work Group:

Securing Funding - This group will develop a strategy to secure the gppropriate
funding for the activities of the Consortium with amgor focus on implementing the
Consortium'’ s education strategy.

Xll. EVALUATING THE STRATEGY IMPLEMENTATION

Building evauation into the strategy implementation process will inform the Consortium
about its progress towards achieving its educationa objectives. In this section, we
propose way's to begin monitoring the effectiveness of activities planned for year one of
Srategy implementation.

A. Goals of the Evaluation

The proposed purpose of the evauation is to determine whether the Consortium'’s
implementation of specific Srategies is making progress towards achieving the god of

the phase to which it belongs, i.e., building partnerships/educating congtituencies,
participating in the sandards development process, or supporting implementation.
Evduation indicators or measures may span whether activities have been planned,
whether activities have been carried out and whether the implementation of activitiesled
to the desired change or outcome. We propose that in the first year of implementing the
education drategy, the emphasis of the eva uation component will be to study what
activities have been planned and carried out. The time period may be too short to study
the outcome of implementing planned activities. For example, in the case of the web-
based resource center strategy in both Phases |1 and 111, one year may not be enough time
to launch the resource center. Therefore, the Consortium will not be able to measure
changes that resulted from different audiences interacting with the resource certer.
Instead, the Consortium will need to look at progress towards that god, such as scanning
existing resources to identify partnership opportunities, or developing a design document
that outlines the content and functiondity of the resource center.
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B. Sample Indicators of Change Expected as a Result of Strategy
Implementation

In this section, we propose evauation indicators or measures for those strategies which
received 10 or more votes for implementation in year one. The evauation indicators are
meant to answer the following questions:

By education grategy, is the Consortium implementing the planned activities to
achieve a desired outcome?

By educstion dtrategy, is the Consortium reaching the audience it is trying to affect?

By education Strategy, is the Consortium redlizing the change it expected to redizein
aone year timeframe?

In addition to identifying possible indicators, we suggest the necessary quantitative or
quditative data source(s) that could serve as evidence of each measure.

1. Indicators for Phase | — Year 1: Build Partnerships/Educate
Constituencies

Strategy

Indicators

Suggested Data Sour ce(s)

Strengthen
Educational
Partnerships

There are several possible measures of strengthened |-

educational partnership. The measures below

demonstrate different degrees of partnership

relationships. The Consortium should expect to
track all measures for extensive partnersonly:

- The mgjority of partnering organizations meet
regularly with the Consortium members for
specific partnership activities.

The partnership is able to make decisionsthat are
widely endorsed and supported by members.

The partnership is able to carry out and complete
planned partnership activities.

The partnership has shown the ability to resolve
conflict and increase its capacity to confront and
manage conflict without members disengaging.
The partnership increases its capacity to
communicate across all members and isableto
disseminate information and decisions widely.
Members within the partnership demonstrate
increased coordination and collaboration.

The partnership has shown the ability to attract
new resources to accomplish its work.

Members of the partnership increase sharing of
resources to accomplish partnership objectives.
The partnership is able to communicate value and
purpose to agencies and policy makers/legislatorg
outside of the partnership.

M eeting attendance records
Partner organizations' mailing
listsfor external dissemination
Qualitative interviews with
those inside and outside of the
partner organizations

Budgets for partnership
activities
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Strategy Indicators Suggested Data Sour ce(s)
The partnership has credibility with outside
agencies and groups as demonstrated by requests|
for support or assistance from outside groups.
Coordi nate NEDSS attends Consortium meetings regularly. M eeting attendance records
Edu_cqt!onal _ Consortium attends NEDSS meetings regularly. Evidence of resources
Activitieswith Joint Education Work Group formed and active. exchanged
NEDSS The coordination between NEDSS and the

Consortium increases the sharing of educational
resources and case study information to
demonstrate the business case.

Products of Joint Work Group,
e.g., presentations, written
summaries

Secure Funding

Thework group isformed and active.
Consortium members visit potential funders, e.g.,
government and foundations, and present the
business case.

Consortium members apply for funding.
Consortium members attract new resources.

Work group meeting
attendance records

Count of personal contacts
Count of applications for
funding

Dollars secured

Campaign to The Consortium membership increases. Membership rosters
Raise Awareness.  The Consortium representation at outside M eeting attendance records
and Motivate meetings increases. Count of presentations given at
Participation New participants are recruited to serve on non-Consortium meetings
Consortium work groups. Agendas of association
One public health or research association makes meetings
data standards a highlighted topic of its annual Count of messages exchanged
meeting. on listserv
Increasein listserv participation.
Reach Out to The commitments to the extensive, targeted or L etters of commitment
Other Partners limited partnership rolesincrease.

Refer to measures of partnership above.
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2. Indicators for Phase |l — Year 1. Participate in Standards
Development

Strategy Indicators Suggested Data Sour ce(s)
DevelopaWeb- |- Thework group isformed and active. M eeting attendance records
based Resource The Consortium is tracking existing resources to Letters of commitment
Center to Track identify partnership opportunities, sources of Evidences of design product
Relevant content. document that outlines the
Standards The Consortium has a design concept. content and functionality of the
Development The Consortium is securing a contractor to assist|  resource center
Efforts with devel opment of the resource center, if Contractor secured, if
applicable. applicable
The Consortium attracts new resources. Dollars secured
Post Summaries The Consortium develops or identifies Count of summaries available
of What You summaries for all messages. for posting
Need to Know The Consortium secures website software and Records of the website

designs online surveys to monitor, analyze and
report site use.

The Consortium secures awebsite manager.
Thesiteislaunched and stable.

The hitsto educational products are often and
increasing over time.

Thesiteis being used by the targeted users.
The siteis utilized oftenin all content areas.
User reaction is positive.

Users can find the information they need in a
timely manner.

The content on the site is understandable.

Users are changing their attitudes and beliefsdue,

in part, to the message posted on the site.
Users are changing the way they behave, duein
part, to the message posted on the site.

manager regarding site launch
and stability

Counts of total hits, hits by
target audience, hits by
message, per week or month
M easure of time spent on the
pages and the sequences of
pages accessed

Evidence of user satisfaction
from online surveys
Evidence of attitude or
behavior changes from online
surveys

3. Indicators for Phase lll— Year 1: Support Implementation

Strategy Indicators Suggested Data Sour ce(s)
Develop aWeb- |- Thework group is formed and active. M eeting attendance records
based Resource The Consortium is tracking existing resources to L etters of commitment

Center to Track identify partnership opportunities, sources of Evidences of design product
Relevant Data content. document that outlines the
Integration and The Consortium has a design concept. content and functionality of the
Standards resource center

Implementation
Efforts

The Consortium is securing a contractor to assist

with development of the resource center, if
applicable.
The Consortium attracts new resources.

Contractor secured, if
applicable
Dollars secured
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APPENDIX B: INTERVIEW RESPONDENTS AND PROJECT TEAM
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Director

University of Wisconsin

Dr. AlanaKnudson-Buresh
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Director, Government Relations
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President
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Executive Director
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Training Unit and Resource Center
Manager
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Deputy Director
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Ms. Kathy Reep
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Dr. Helen Regnery

Chief, Executive Secretariat,
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Standards Manager
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Dr. Barbara Starfield

Professor of Health Policy and
Pediatrics

The Johns Hopkins University

Mr. Elliot Stone Executive Director & CEO Massachusetts Health Data Consortium
Mr. Andrew Webber Vice President National Committee for Quality Assurance
Dr. KepaZubeldia President Claredi Corporation
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Consortium Education Work Group

Name

Title

Or ganization Name

Robert Davis (Co-Chair)

Director, SPARCS

New York State Department of Health

Walter Suarez, MD, M PH
(Co-Chair)

Executive Director

Minnesota Health Data I nstitute

Suzie Burke-Bebee (Vice-
Chair)

Health Informatics Specialist

National Center for Health Statistics,
Centersfor Disease Control and Prevention

Hetty Khan (Secretary)

Health Informatics Specialist

National Center for Health Statistics,
Centers for Disease Control and Prevention

Roxanne Andrews, PhD

Research Scientist

Agency for Healthcare Research and
Quality

Tom Doremus

Information and
Communications Specialist

Public Health Foundation

Doug Drabkowski

Director, Program Devel opment

Association of Public Health Laboratories

Anne Elixhauser, PhD

Agency for Healthcare Research and
Quality

Marjorie Greenberg

Chief, Data Policy and Standards
Staff

National Center for Health Statistics,
Centersfor Disease Control and Prevention
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NevaKaye

Director, Medicaid Managed
Care Resource Center

National Academy for State Health Policy

Alana Knudson-Buresh, PhD

Senior Director, Public Health
Information and Infrastructure
Policy

Association of State and Territorial Health
Officids

Jon Lawniczak

Director, Government Relations

Coalition for Health Services Research

Denise Love

Executive Director

National Association of Health Data
Organizations

Ron Mandersheid, PhD

Center for Mental Health
Services

Substance Abuse and Mental Health
Services Administration

Helen Regnery

Chief, Executive Secretariat,
HISSB

Centers for Disease Control and Prevention

Barbara Rudolph, PhD

Scientist, Center for Health
Systems Research and Analysis

University of Wisconsin—Madison

Murray Sagsveen
Elliot Stone Executive Director & CEO M assachusetts Health Data Consortium
Ralph Timperi Assistant Commissioner Association of Public Health Laboratories

Michelle Williamson

Health Informatics Specialist

National Center for Health Statistics,
Centersfor Disease Control and Prevention
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The Lewin Group and National Association of Health Data Organizations Team

Name Title Organization Name

Christina Andrews Senior Manager The Lewin Group

Carrie Chen Project Manager National Association of Health Data
Organizations

Alexee Deep Research Analyst The Lewin Group

DeniseLove Executive Director National Association of Health Data
Organizations

Luis Paita, PhD Deputy Director National Association of Health Data

Organizations

Caroline Steinberg

Vice President

The Lewin Group

AnneYang

Research Analyst

The Lewin Group
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APPENDIX C: NAHDO CASE STUDIES

Case Studies for
Public Hedlth Data Standards Education Strategy

Conducted by NAHDO for
The Lewin Group, Inc. and the National Center for Health Statidtics,
Centersfor Disease Control and Prevention
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BACKGROUND

The Public Hedlth Data Standards Consortium’s (Consortium) current misson isto improve
the hedlth and hedlth care of the population through improved information by expanding
involvement in exigting health data Sandards and content organi zations and determining
standards need through consultation with data leaders and data users.

The Consortium has identified educating the public hedth and the hedlth services research
communities about HIPAA and other hedlth data Sandardsissues as aprimary god. Inthis
regard, the Consortium formed a standing Education Work Group to develop and implement
an education grategy for the Consortium to communicate the need for public hedlth
databases to migrate to existing standards.

The Centers for Disease Control and Prevention and the Office of the Assistant Secretary for
Panning and Evauation provided funding for The Lewin Group to develop the “Public
Hedlth Data Standards Consortium Millennium Education Strategy” in collaboration with the
Consortium’s Education Work Group. This project includes two mgjor streams of work:
developing the education strategy; and identifying the relevant databases and data systems
that support public hedth at the State level and the type of data standards that apply.

The Lewin Group subcontracted with The National Association of Hedlth Data Organizations
(NAHDO) to conduct case studiesin support of this project. This report summarizesthe
findings from the case studies.

OBJECTIVES OF THE CASE STUDIES

The Nationad Association of Hedlth Data Organizations (NAHDO) was tasked to collaborate
with The Lewin Group and the Consortium’ s Education Work Group to evauate the
standards opportunities and chalenges for a select number of key hedth data systemsthat are
maintained by states. Information was collected through literature reviews and interviews

and summarized for presentation to the Consortium.

STUDY DESIGN
NAHDO with the help of the project team performed the following tasks:.

Compiled alist of 59 public hedlth data bases collected at the State level (See Appendix
H);
Deveoped selection criteria used to identify target data bases for further sudy;

Identified Sx data systems and state and federal agency contacts representing these data
systems;

Madeinitid contact with persons knowledgeable about the data system,

Described the project and the information needs,

Scheduled interviews with the contact persons or arranged for response by emall;

Conducted phone interviews lasting up to two hours for each cal;
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Reviewed rdevant publication or agency’ s website as ether supplementd or dternative
sources of information;

Transcribed and synthesized discussions with the contact persons and integrated
information gathered from other sources.

Data systems were dratified according to the primary data base function (e.g., Vita Records,
Encounter, Workforce, Regigtries, Surveillance/Infectious Disease, etc.) and criteriafor
sdecting systems for further sudy were gpplied. These criteriaincluded:

Universdity across sates (high to low);
Nationd dgnificance (e.g., Hedthy People 2010, nationa surveys or data systems, etc.);
Estimated number of data suppliers and data users.

The data systems identified for the case studies included:

Vitd Records,
Immunization Regidries,
Cancer Regidtries;
State L aboratory Reporting;
Electronic Inpatient Discharge Reporting;
Medicaid Encounter.
The interviews were structured to gather information needed to address the objectives of the
project. The following questions were asked:
What are the primary uses of [the data system]? What information needs does it support?
How do data flow into [the data system] (i.e., describe the data collection process)?
To what extent does [the data system] link with other data systems?

How do data flow out of [the data system] (e.g., data dissemination)? What are the levels
of reporting required (e.g., voluntary or mandatory)?

What are the strengths of [the data system]?
What would you like to see improved?

Does [the data system] use or plan to use nationa standards for collecting, editing, using
and disseminating the data?

What are the benefits of adopting nationd standards?

What are or were the barriers to adoption of nationd standards (e.g., politica, technica,
other)? Who might oppose standards adoption?

What solutions for overcoming these barriers do you see and how could the Public Hedlth
Data Standards Consortium help?

O *“Lewin Group c3 269285




The rest of this report summarizes the findings for the data sysems reviewed. The findings
are based on information collected from individuas and published or online literature. The
data systems reviewed and informants interviewed are listed below:

Immunization Regidries

Dave Ross, All Kids Count;

Wu Xu, Ph.D., Director, Office of Hedth Care Statigtics, and Administrator, Utah
Statewide Immunization Information System (USI1S), Utah Department of Hedlth;

Sue Salkowitz, Nationa Immunization Regisiry Consultant.

Cancer Regidtries.

Warren Williams, Health Scientist, National Program of Cancer Regidtries, CDC;
Mary Hutton, CDC;

Barry Gordon, Ph.D., Cnet Solutions, Berkley, CA;

Raymond K. Powdl, Pennsylvania Department of Hedlth.

Vit Records System:

Pamda Akison, Nationa Association of Public Hedth Statistics and Information
Systems (NAPHSIS);

Barry Nangle, Director, Office of Vita Records and Hedlth Statistics, Utah Department
of Hedlth;

Mary Anne Freedman, Nationa Center for Health Statistics, CDC.

Inpatient Electronic Submisson:

Robert Davis, Director, NY SPARCS, New Y ork State Department of Health.

Laboratory Reporting:

Alok Mehta, Research Scientist, Wadsworth Center, New Y ork State Department of
Hedth.

Medicaid Encounter:

Kathe Fox, Vice Presdent, Marketing, Medstat Group;

Lisa Doyle, Medicaid Data Systems Consultant, Birch and Davis, Wisconan.

SUMMARY OF FINDINGS

The nationd standards experiences of existing public hedth data systems demondtrate that
there are clear benefits to public hedth when national standards are adopted. These benefits
indude:
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Adminigrative smplification in performing key public hedth functions;
Improved and more timely information to inform decisons,

Enhanced provider and patient satisfaction and hedth;
Community-wide comptibility;

Reduced information systems development cycles, saving time and money otherwise
Spent to solve data exchange issues in isolation;

Capacity to share and exchange data to al legitimate stakeholders across programs and
geographic locations,

Improved quantity and quality of data reported to public hedlth;
Interoperability with private sector and other public hedlth data systems,
Strengthened business partnerships within and outside of public hedth;
Commercid and market interest by the vendor community.

See Appendix D for a detailed discussion of the rationale for moving to data standards.

A few public hedlth data systems can serve as models for nationa standards devel opment and
implementation. The North American Association of Centra Cancer Registries (NAACCR),
the Committee for Immunization Registry Standards and Electronic Transactions (CIRSET)
Workgroup, and the nationd Birth Certificate sandards are examples of national consensus
processes that bring together high-level subject matter experts to define common information
gtandards and structures. National standards are an essentia firgt step, but as these initiatives
have discovered, not the only steps. Loca implementation of these nationd standardsis
challenged due to economic, political and cultura barriers,

Challenges to Standards Adoption in Public Health

Economic

Many exigting public hedth information systems have developed independently and were
designed to meet local needs under differing regulatory structures and varying access
policies. Trandation or conversion to nationa standards from non-compliant legacy systems
is expensve and may be disruptive to current processes.

Other challenges to converting to nationa standards:

Creating a market to drive public hedth systems devel opment;
Provider reporting burden to comply with national standards;
Implementation codts,

Under-funded public hedth information infrastructure and capacity.
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Political and cultural

Public hedlth data systems will benefit from nationd standards. Cancer registries and
immunization registries have proven that national standards provide interoperability and
consistency of data across regions and providers. Based on interviews with public hedth
officids, implementation strategies must address barriersincluding:

Privacy and data ownership issues,

Under-representation of public hedth in the sandards development organizations
process,

Perception thet public hedth is exempt from HIPAA;

Ingtilling the public hedlth perspective into the private hedlth care system.

Broad Solutions to Overcoming Challenges

The Consortium can facilitate and support a multi-pronged approach. The payoff to
edablishing integrated information systems is not immediate or trouble-free. Solutionsto
overcoming the chalenges, which inform the Education Strategy, include:

Funding and technical assistance

Federally-funded pilot projects to identify the best practices in implementation;

Deveopment of methods to document the cost-benefit of adminigrative smplificationin
public hedth;

Egtablish a mechanism to facilitate technology transfer between ates,
Establish incentives for adopting nationd standards at the state and locdl levd;
Technica assstance to support local implementation of public hedlth standards.

Forging new types of partnerships

Recruitment and retention of private provider clinics and offices,

Communication and collaboration between the clinica and financid/billing sandards
worlds;

Federal-state- private sector collaboration in systems implementation.
Education and outreach

Education of dl stakeholdersin the public and private sectors about the value of
implementing nationd standards;
Representation of public hedlth to broad audiences;

Public hedth leedership and training;
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Recruit and retain private sector provider participation in systems implementation.

Breakthrough Opportunities

The Consortium is implementing solutions to overcome chalenges a an opportune time.
Three mgor forces transforming the hedth care industry and public hedth include: The
Adminigrative Provisons of the Health Insurance Portability and Accountability Act of 1996
(HIPAA), the Nationa Electronic Disease Surveillance System (NEDSS) and the widespread
adoption of Internet technology by dl sectors of the indudtry.

HIPAA

HIPAA imposes the technica infrastructure essentia for standardization and nationd deta
systemns development and defines anationa process for the transaction of health care data.
While much of public hedth might be exempt from the insurance transaction components of
HIPAA, private data systems that supply the datato public hedth are not. Further, the
process for promulgating nationa standards and HIPAA'’ s focus on enabling technologies
around privacy and security benefit public hedth data systems directly.

National Electronic Disease Surveillance System (NEDSS)

Since 1995, the CDC has been working to develop and implement eectronic surveillance
systems that will include data andards, an Internet- based information technology
architecture, and policy-level agreements on data access and sharing. NEDSS will use
electronic messaging to automatically gather data from avariety of sources on red-time
bases as this becomes feasible. In 1999, CDC funded the Health Alert Network (HAN) and
in 2000 increased funding for HAN and NEDSS. HAN provides resourcesto loca hedth
departments so they can use the Internet as a backbone for communicating surveillance and
other information related to abioterrorist event. NEDSS implementation and funding could
serve as a catdyd to forge new partnerships and improve the technica capacity and
assistance across public hedth data systems.

Internet

The Internet is lowering the barriers to access of public hedth information by private
physcians. The single greatest barrier to private sector participation in public hedth data
systemsis the recruitment and retention of physicians. Physicians are reluctant to adopt new
computing platforms and absorb the cost of implementing new systems. The World Wide
Web will provide the breakthrough to engaging the individud practitioner in his office. Over
90 percent of individua physicians now have access to the Internet. Web-based interfaces
are chegper than network solutions and enable doctors to access essentia public health
information ortline.

The Consortium should incorporate HIPAA, NEDSS, and the Internet into al of its activities
and partnerships.

O *“Lewin Group c7 269285



Potential Directions for the Public Health Data Standards Consortium

The Consortium isin a pogition to address these chdlenges and opportunities. The
Consortium transcends agencies and data systems and includes federd and state
representatives, is not congtrained by politica or funding policies, and can dlow its misson
and gods to be flexible and evolve with the industry. Drawing from these strengths, the
Consortium can and should create a vison for public hedth information systems and bring
diverse groups together to shape this vison and address common issues.

In shaping this vison, the Consortium would be advised to:

Recognize that public hedth systems are unique and honor exigting nationa standards
development processes,

Clearly defineits misson and role in light of the evolving environment;

Identify its target audience(s) and the related clinica content aress.
The Consortium isin a unique position to advance standards implementation at the loca and
date levels. Basad on the results of the case studies, NAHDO recommends the following
Consortium actions:

Secure funding and ongoing staff support for Consortium efforts;

Serve as aclearinghouse of nationd sandardsinitiatives;

Continue to convene experts and leaders, serving as a bridge across sectors and programs,

Initiate reconciliation or coordination of clinical andards and hilling transaction
sandards efforts and issues;

Establish mechanisms for reaching out to the private sector to garner support.
Each of these actions can be mapped to specific educationd drategies.

The forces driving HIPAA are forces of change in culture, workflows, technologies, and
relationships. While theimpact of HIPAA implementation on agency budgets and the
quality of the detaiitsdlf is a concern, the promise of HIPAA isjust too grest to ignore.
Efficienciesin data collection, data sharing, and comparability of information are the rewards
and no agency will get there onitsown.
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Exhibit C-1: Summary Matrix Of Findings From Case Studies Of Data Systems

IMMUNIZATION
REGISTRIES(IR)

CANCER REGISTRIES (CR)

VITAL RECORDS
SYSTEMS (VR)

LABORATORY
REPORTING SYSTEMS
(LAB)

MEDICAID ENCOUNTER
DATA

INPATIENT DISCHARGE
ELECTRONIC
REPORTING

1. What arethe primary uses of [the data system]? What infor mation needs do they support~

s

Primary Goals of IR’ s are:

I mprove immunization rates;

Tracking immunizations
administered to children.

IR s typically provide
information support for the

following administrative tasks:

Reminder and recall;

Forecasting need for
immunizations;

V accine management;

| mmunization status
assessment;

Generation of reports;
Inventory tracking.

Other information needsthat can
be met by datafrom IR are as

follows:

Calculation of immunization

rates for performance
reporting (e.g., HEDIS);

Public health research.

Statewide cancer registries are
patient and disease-oriented
databases of information about
cases of cancer.

- Health statistics;

Epidemiological and
surveillance information
about the incidence and
treatment of cancer;

Staging of cancer to
influence treatment choice by
clinicians;

Time trends and risk factor
indexing to evaluate
treatment effectiveness.

There are two primary
purposes or uses of Vital
Records data (Birth
Certificate and Death
Certificates): 1) legal
purposes and 2) health
statistics.

Certificates support the
public’s source of
information to document
births and deathsfor various
legal requirements.

Health statistics
encompasses the following
uses:
Planning and evaluation
of public health
programs;
Health education,
community assessment
and public statistics;

Health research.

A birth or death event may
trigger other public health
program applications, such
as the immunization registry
process.

Laboratory datafor local,

state, and federal health

agencies support:
Identification of casesfor
investigation and follow
up;
Estimation of the
magnitude of a health
problem, including trends
inincidence and
distribution;

Detection of outbreaks or
epidemics;

Evaluation of control and
prevention interventions;

Monitoring of changesin
infectious agents;

Epidemiological and
laboratory research;

Detection of changesin
health practice;

Facilitation of planning.

Medicaid encounter data (fee
for service [FFS] or managed
care [MC] encounter data)
primarily support the
operations of astate
Medicaid program,
including:
- Administration of
benefits;

Rate setting and provider
contracting;

Quality assurance
monitoring;

Fraud and abuse.

Because Medicaid enrollees
are also recipients of other
state services, Medicaid data
support other program and
public health information
needs. Linking of Medical
Management Information
Systems (MM1S) data
provides enhanced
information to:
Immunization registries;

Outreach/case
management for prenatal
care.

Beginning Jan. 1999, under
the Balanced Budget Act
(BBA), Medicaid agencies
must report encounter data to
HCFA.

Approximately 44 states
collect inpatient hospital
discharge dataand agrowing
number of states are
expanding data collection to
include non-inpatient health
services data.

Hospital discharge data

supports:

- Research —internal and
external information
requests;

In New York State, the
hospital discharge
database, SPARCS, has
been used to calcul ate the
hospital reimbursement
rates;

Hospital market analysis;

Data source for many
commercial query
engines.
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Exhibit C-1: Summary Matrix Of Findings From Case Studies Of Data Systems

IMMUNIZATION CANCER REGISTRIES(CR) | VITAL RECORDS LABORATORY MEDICAID ENCOUNTER | INPATIENT DISCHARGE
REGISTRIES (IR) SYSTEMS (VR) REPORTING SYSTEMS DATA ELECTRONIC
(LAB) REPORTING
2. How do data flow into [the data system] (i.e., describe the data col lection process)?
The CDC has defined the core | - A first report of acancer is | Birth Certificates: - Billing, admission, Medicaid-participating . Datacomesintothe NY
data elements for an usually identified from a The source of information is pharmacy, and patient providers submit claims for State system from
immunization registry and these pathology or operative the medical record, demographic information | services or managed care providers or their agents
were reviewed and approved by report; submitted mostly by hospital are stored in separate contractors are required to in every way except on
the National Vaccine Advisory | = A mor registrar identifies | providers. Acrossthe hospital systems; report encounters to the paper. That includes
Committee (NVAC). The the cases, manually abstracts | country, there may besome | . Local codes must be Medicaid agency (claims tape, cartridge, diskette,
minimum data elements are information into an variation, but most vital translated to standard | SUPMITOrs). and of course
incorporated into the HL-7 electronic abstract and record dataare transmitted to codes. Hospitals may electronically through a
;nm;nléatlcs)n transaction transmits the records to the | health departmentsin batch have a separate interface | Data are electronically secured internet process,
an ard. ( e? o registry/corekt € Central Cancer registry | and flat file format. engine to map the code | submitted directly to the - Theresults of each
‘é‘g’w‘clifc c.govinipregistry/core or regional registries; o _ from alocal to anational | Medicaid agency or to the submission are
-paf) . State or regional registries Death Certificates: code. Thesetranslators, | agency through aclaims communicated back to
Variations in the process are handle duplicates and create | Death Certificates are though expensivetobuild, | clearinghouse or billing the submitter using the
driven by a number of factors: files that are reported to the submitted mostly by funeral can be used to send an | service. same mode of
. Which transactions and state registry; directors. Statesvary inthe outb_ound message to transmission;
X X ) Death Certificate process public health as well as . . . | ; bmissi
functionsdescribed aboveare | . The Central Cancer registr ; o Batch integrity and Electronic submissions
- ) ) : €gISlly | and the dataflow. In Utah, integrate the hospital’s PR ;
embedded in the system; in turn transmits the e A validation is conducted in the are returned
. , ; these death certificates are own various datasystems; | i d electronically. Tape
Technical capabilities of the information to national data | ot renorted to the state _ o claims receiving process an ! y. lape,
; - - p - Laboratoriesand clinicians | claims are assianed the cartridge, and diskette
host of the regIStI‘y aggreQators(Nanonal Cancer health department directl . g .o
’ Institute (NCI), American but are reported o thelocé are_requw_ed to report proper batch and claims §ubm|55| ons are returned
The sources of data. Data Cancer Society (ACS), and | peaith degartments | ocal various diseases to reference numbersand either in hard copy;
sources may vk?ryailhd |n(;| ltjge North American Association | pe-ith departmenté then multiplejurisdictionsina adjudicated (paid) or rejected | . \ogt providers submit on
one or acombination of the of Central Cancer Registries variety of formats. with a message citing amonthly basis. TheNY
following: report the death datato the ecti
. . (NAACCR); state. rejection reason. State system does not
- Pr!v_ate offices and The record is continuously limit Fhe'frequency of
- Clinics . S The Death Record master submissions from
updated with additional S S )
- Health plans clinical information. file is used primarily for providers.
- Public health clinics statistical purposes. The
- Birth certificates Death Certificate has 80
- WIC program fields.

- Foster care program.
Existence of a pass-through
agency;

The frequency in which the
data sources transmit the
records;
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Exhibit C-1: Summary Matrix Of Findings From Case Studies Of Data Systems

IMMUNIZATION
REGISTRIES(IR)

CANCER REGISTRIES (CR)

VITAL RECORDS
SYSTEMS (VR)

LABORATORY
REPORTING SYSTEMS
(LAB)

MEDICAID ENCOUNTER
DATA

INPATIENT DISCHARGE
ELECTRONIC
REPORTING

Format and mode of
submission:

- Periodic batch file
submission on storage
media

- Batch mode online (most
common)

- On-line point-of-service
(real time) transmission
through an electronic
data interchange.

3. Towhat extent does [the data system] link to other data syste

ms?

Information sources described
ongoing or intended linkage with
the following data systems:
- Birth and death records;

Women, Infant and Children
(WIC) records;

State registries merge the
regional filesand link with other
state databases (driver'slicense,
vital records) to update and
validate the information, which
is sent back to the regional

Birth Certificate:

Birth records are linked with
data systems of other
programs mainly for special
projects. E.g., the WIC
program, Medicaid

Linkages with other agencies
and organizations within and
across public health, federal
agencies, professional
organizations, state
legislatures, and epidemiology

Though policies and
practices vary by state,
Medicaid data often are
linked to major public health
data sets and private data
systems:

The NY SPARCS system
linkswith several data
systems, e.g., Department of
Health (DOH) cancer,
surveillance, emergency
medical services, maternal

HMO eliibility and registries. eligibility files, hospital programs are encouraged. Immunization Registries; | and child health, and vital
eligibility an . ! . isti .
Medicaid eligibility filesfor | State health department-based | discharge data, and Vital Records; statistics systems
contractissuesand HEDISor | registries consolidate datafrom | Immunization registry. MCH programs: Thereis also linkage with
Itipl bl prog : al h f th
Other performance mu t|p e sources tO assempie an |n Utah’ StemaIiC ||nk e . eXtern pUrC asers o t e
measurement reporting: overall record of diagnosis, oCCUrs wsi)t/h the a "]!M Olenrlol ' mIeStEfIIDlIeSS SPARCSdata. The NY
VacMan (Vaccine orderin treatment, and outcome for each | | mmunization Registry. Ea(t)ésp)) an-ieve State Data Protection Review
system). 9| case. Linkage also occurs for ' B?[ardatli ?_htll(y cont'r:ols
Adverse events reporting | Linkageswith reporting systems spe(c:| al groje%(;ts (j UChdaS gia?% e Itr;leaggfﬁpocs){te
(VARS) for immunization | Felévant to children often WIC and Medicaid studies) Unique Personal Identifier i
. . include: but not on aroutine basis. nique Fersona’ faentitier 1S
reaction tracking. : never released in itsreported
Linkage with reporting systems Lead screening Death R_ecords: ) form. It |sencryp,ted,_v_vh|ch
relevant to children: Perinatal screening The _So_ual Securlty _ :!mklts plkjlrchhase:js ability to
L ead screening ) Administration (SSA) is Ink with other data sources
_ _ Asthmareporting supporting the development from outside DOH.
Perinatal screening of the Electronic Death
Asthmareporting Record as away to identify
deaths and link these to
benefits administration.
Tl - —
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Exhibit C-1: Summary Matrix Of Findings From Case Studies Of Data Systems

IMMUNIZATION
REGISTRIES(IR)

CANCER REGISTRIES (CR)

VITAL RECORDS
SYSTEMS (VR)

LABORATORY
REPORTING SYSTEMS
(LAB)

MEDICAID ENCOUNTER
DATA

INPATIENT DISCHARGE
ELECTRONIC
REPORTING

4. How do data flow out of [the

data system] (data dissemination)? What arethelevels of reporting required?

Data collection processes for
registries are driven by several

factors:
Which transactions and

functions are embedded in

the system;

Sources of daa(eg., clinic,

WIC, vital records, etc).

Frequency of data
transmissions

Data submissions and outflows
can occur in hard copy/faxed

reports, but periodic batch
submissions via modem or
media are likely the most
common at present.

Submissions also occur through
electronic transfer using HL-7
flat file interfaces. Usually, a

system will use a custom or flat-

file format.

Typical outflows from IR’s
include the following:

Vaccine administration and

inventory reports;

Vaccinefor Children reports;

A ssessment of Coverage
(CASA) protocol and/or

community-based protocol

reports;
Reminders and recalls;
HEDIS data reporting;

Administrative reports which

vary by state.

Data are forwarded from state
and/or regional registries to
national systems:

- CDC surveillance data

National Cancer Institute’s
SEER data system

North American Association
of Central Cancer Registries
(NACCR).

Hospital-level department data
sources report across systems
and in one major teaching
hospital, over 30 different
systems can report cancer-rdated
datato registries.

Birth Certificates:

Medicaid eligibility workers
and other public health
programs with legitimate
need can access the Birth
Certificate data manually to
document dates of birth for
welfare clients and other
authorized uses.

Death Certificates:

While dissemination and
access differ dramatically by
State, in Utah, agencies
authorized to access death
files (e.g., courts) receive an
electronic batch update
monthly and use these data
to flag deaths of clientsin
their systems.

Aggregate statistical
dissemination of both data
types occur through annual
and special publications and
in some states through web
query systems or on-line
access of aggregate statistics.

Utah reports a standard file
of both data setsto the
National Center for Health
Statistics (NCHS), as do
most states using the
standard format required by
NCHS.

Thereisagreat deal of
variability among submitting
laboratories and receiving
public health agencies. The
data flow process varies
depending on the state where
the reporting occurs.

In twelve states that responded
to asurvey about their data
flow process, paper-based
reporting systems have a
mechanism requiring
laboratoriesto report datato a
local or state public health
agency depending on the
disease.

Business processesin a
Medicaid agency include:

Medicaid
Administration
Claims Management

Reference Data
Management
Recipient
Administration
Program M anagement

Provider Administration

State Medicaid agenciesvary
in their data dissemination
and data sharing policies.

HCFA requires Medicaid
agencies to submit standard
reports, for example:

SURS (States Utilization
and Review Subsystems)

Encounter data
(FFS/IMC).

Most discharge data systems
publish aggregated datain
the form of annual reports.

Many discharge data systems
are making the dataavaildble
through internet query
systems.

In New York, datareleaseis
under tight control of the
Data Protection Review
Board.
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Other outflows:

- Response to telephone
inquiries or batch inquiriesin
hard copy by physicians;

Online access (through the
web or client-server setup)
by authorized individuals

(own patients’ records only).

5. What arethe strengths of [the data system]?

The popul ation-based nature of
the registries, which link with

other health databasesto provide

important health status
information about target
populations.

Informants identified the
following as important features
of IR’sin general or their
partlcular system:
The interface and integration
with the private sector;

The regional aspect of
registries;

The de-duplication process;
Web application;

Calculation of HEDIS
immuni zation rates for
statewide and sub-
populations.

The clinical detail and
complexity make this an
interesting data system.
State registries provide
important clinical data on
episodes and outcomes of
carein auniform manner;

Its link with the clinical and
cancer world is strong—
clinicians use the data to
evaluate clinical
effectiveness and the data

support staging and indexing
of cancer diagnoses across

the country;

Data quality using systems of
edits and quality control
procedures have evolved
over time and new
procedures are routinely
incorporated to further
improve data.

The data are population-
based and provide essential
information for public health
management.

In Utah, thein-house vital
records system is flexible
and it is not dependent on a
vendor system. It can be
modified to meet changing
information needs quickly
and cheaply.

The Electronic Lab Report
will receiveall results; it isnot
limited to positive results.

Medicaid encounter dataare
used to administer the
Medicaid program, but also
offer arich source of
information for other public
health programs:

EPSDT (perlodlc child

health screening exams);

Identification of case
management clients;

Linkages with other
major public health data
sets;

Database of participating
providers/physicians.

Discharge data systems
provide a source of health
utilization data for every
hospitalization:

- Statewide

All patient, all payer
encounters, including self
and uninsured patients.

Many states adopt a Uniform
Billing 92 or administrative
billing format that reduces
the amount of clinical detail
but reduces provider burden
and cost.
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6. What would you like to seeimproved?

Provider Participation:
Informants identified the
need to make it easier for
providersto report the data.
Making the operational
aspects of provider
reporting smoother and
helping providers see the
valuein reporting is
essential to success.

Improvelinkages: Address
problems with linkage,
including record
identification/duplication
issues arising from
differences between birth
names and real names.
Some state confidentiality
laws block portions of the
birth record from IRs,
which limits matching and
reduces the accuracy of the
population base.

To be able to collect
clinically-detailed datain a
more timely and complete
fashion;

Structured reporting
standards and secure
pipelinesto transmit dataand
information;

Improved outcomes and
clinical evaluation
applications.

Integrated more fully
with other related public
health data systems;

Web access for on-line
reporting and movement
away from a client-server
environment;

Common intake
standards across public
programs;

A hospital or enterprise-
level early identifier (pre-
medical record issue)
much like a Master
Patient Index across
programs and providers;
Improved training and
editing standards and
protocols.

Protection of patient privacy
and confidentiality;

Improved linkage with the
state epidemiological
programs;

Linkages and interfaces of
lab data beyond infectious
diseases;

Improved data modeling
training and resources at the
state level to build systems
to address unique and
complex functions (e.g.,
microbiology applications);

Dynamic and flexible
systems to adjust to
changing reporting
requirements;

System transparency to both
the producers and
consumers of information;
Recruitment and retention
of qualified staff—ability to
compete more effectively
with the private sector;

Processes in place to apply
national standards to the
local-state level. National
standards are a start, but not
precise. There are
interpretation and
coding/translating standards
which are difficult;

Training and outreach to
convince lab directors,
technical people, and users
at the program level to get
their buy-in and convey
benefits.

Data sharing with public
health is facilitated by a
model Data Sharing
Agreement developed by
HCFA/CDC/HRSA.

A unique patient identifier
would reduce the cost and
complexity of linking
Medicaid data with other
public health systems (eg.
immunization registries).
While public health
programs may use the
patient’s Social Security
number, Medicaid does not.

The Medicaid agency and
culture are more oriented to
health care finance and
beneficiary servicesthanto
data sharing. Conversdy,
health departments are in
the health information
business, more clinically
oriented and accustomed to
data sharing.

Since Medicaid isabig
budgetary player in states,
it isimportant to promote a
culture that actively
supports the provision of
information for public
health and research
purposes.

The availability and
reliability of discharge data
will be expected to improve
under HIPAA. Thiswill
result in the use of discharge
data by all public health and
state agencies as a cost-
effective surv ellancetool for
conditions and diseases of
interest to public health.

The goal of the New Y ork
State DOH SPARCS
electronic dataisthatitis
used by one hundred percent
of all hospitals submitting
datato the system. (Current
usage is about 70 percent of
submitting hospitals.)

National standardization of
unique state fields and the
development of standard
definitions and formats for
these fields will be
accomplished through a
national data standards
implementation guide.
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7. Does[the data system] use or plan to use national standards

for collecting, editing, using,

and disseminating the data?

The CDC has defined the core

data elements for an

immunization registry and these

were reviewed and approved by
the National Vaccine Advisory
Committee (NVAC). The
minimum data elements are
incorporated into the HL-7
immunization transaction
standard.

The core data elements,
identified as “desirable by
registries” are specified using
HL-7 standardsin an

implementation guide, devel oped
by consensus of registriesthat

were ready to implement HL-7
messaging. (See

www.cdc.gov/nip/registry/dow

oad/hl7guide610i.pdf)

Minimum functional standards
of immunization registries have

been approved by aconsensus of
over 75 percent of immunization
program managers and an
evaluation processis under
development to allow greater
accountability in the degree to

which registries implement the

national standards as
recommended by NVAC. (See

www.cdc.gov/nip/registry/i_re

htm)

Adherenceto NAACCR
standards by statesisvoluntary,
but many hospitals participatein
the accreditation program for
cancer hospitals maintained by
the American College of
Surgeons (AcoS). SEER and
NPCR require the collection of

standard data items and codes

that are consistent with
NAACCR standards.

Registries are required to export
or import using a standard record
layout defined by NAACCR and
NAACCR also defines edit
protocols.

NAACCR has a process for

hideveloping and annually

updating consensus standards
and isworking with HL-7 and
CDC to help registries tap into

the clinical information streams

already occurring in health
systems.

A datadictionary,
implementation guide,

application of LOINC codes, and

evaluation of SNOMED
vocabulary is underway to
facilitate implementation of HL-

s/ standards by Cancer

Registries.

Edit rules are portable and are
used by most vendors directly.
The AcoS uses the same edit

rules.

The US Standard Certificate
developed by NAPHSIS and
NCHS defines a core
national data set with
standards for coding
structures, collection, and
editing protocols.

Since 1995, the CDC has been
developing and implementing
the National Electronic
Disease Surveillance System
(NEDSS)—electronic
information systems that
automatically gather health
datafrom avariety of sources
on areal-time basis.

The Public Health Conceptual
Data Model isthe foundation
of NEDSS and thereisintent
to integrate this with other
clinical data models, such as
HL-7.

The X 12N transaction types
that apply to Medicaid
include:

837 claim for professional
and dental

NCPDP claim for retail
drugs

837 claim for COB of claims
835 remittance

276 claims status inquiry
834 enrollment

2701271 eligibility
request/response

278 referral response

275 attachments

The core claims/encounter
data set will drive the
structure of provider to
Medicaid transactions.

Local codes, which
proliferated as state
legislatures expanded the
scope of servicesfor
Medicaid recipients, will
disappear under HIPAA.
Local codes permitted non-
physician providers to bill
for unique treatments and
services delivered to
Medicaid clients (e.g.,
transportation, medical
equipment, case
management).

M ost discharge data system
adopt UB-92 standards and
will likely progressto X12N
837 institutional standards as
provider capacity to report
electronically increases.

State unique fieldsrelated to
policy and public health
importance are not
standardized. Statesvary in
how and what they collect
outside of the UB-92. A
national effort to develop
implementation standardsfor
public health and research
data needsis underway.
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The national cancer standards
process coordinates efforts
between the AcoS, NCI, and
NAACCR registries which all
work together. The data
applications between the players
differ, but collaboration occurs.

Data entry serves all state and
national dataflows.

Standards for disease staging are
defined by AcoS, NAACCR and
registries set the standards for
risk factor indexing, and all work
to define other national
standards.

Respondent reportsthat having 3
major data systems/flowsis a
good thing, leaving room for
innovation and helping to parse
the complexity out to various
players.

The national standardization
and consolidation of these
codesinto asingle
“Medicaid Local Code” set
iswell underway.
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8. What are the benefitsto adopting national standards?

Vendors are more likely to
invest in development of
toolsto collect and use the
information;

Reduces reporting and
processing burden;

Improves the quality of the
data;

Improved funding
opportunities for all players
because of the
interoperability with other
industry systems. Besides
two-way messaging and
updates, moving to an HL-7
environment will
accommodate the
immunization information
needed to administer the
programs. E.g., the current
claims transaction is
sufficient for many current
transactions in the billing
environment, but it cannot
handle the immunization
history.

Increased interoperability
among providers throughout
the health care system;

Greater flexibility and
efficiency in capturing data;
Real-time queries of detailed
information;

Standard vocabularies and
clinical messaging standards
will provide a future for

robust information retrieval
and high data quality control;

Consistency of data among
states to compare rates and
identify regional and national
cancer trends;

Incorporation of programs
written to edit and improve
data quality;

When national standards are
used, multi-level reporting
without redundant or
conflicting information needs
benefits all players (e.g.,
American College of
Surgeons, state registries,
regional registries, CDC, and
NCI);

Duplicates are readily
identified, merging of
regional files with other data
such as driver's license and
vital records.

States receive financial
incentivesfrom NCHSto
adopt existing standards;
Comparability in data
aggregation.

Funding from CDC'’s
NEDSS efforts;

Integration of multiple
health labs which were
previously independent
permits identification of
patient movement across
the system and has
reduced report preparation
time from weeks to instant
query;

Specimen tracking and
reporting is streamlined
and automated. Data are
more timely and the
exchange of datawith
epidemiology is much
more efficient.

Payer Benefits:

Administrative
Simplification in
operations and claims
transactions

Standard data for fraud
detection/analyses

Increased provider
participation
Smoother coordination of
benefits

Recipient Benefits:
Uniform privacy

protections and

portability in care
Provider Benefits:

Lower costs, comparative

data, faster inquiry and
response

Public Health/Research
Benefits:

Comparative and timely
datafor linkage and
research purposes

Support from the
provider community—
the data suppliers;

Relations with key
playersin the industry
continue to improve;

The quantity and the
quality of the data
continue to improve;

Comparability of data
across geographic areas.
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9.

What are/werethebarriers

to adopting national standards

(political, technical, and other)? Who might oppose?

Theinformatics world is
more closely aligned to the
claims/billing world than to
the clinical or public health
world;

Deployment - the user and
receiver must negotiate the
use of national standards
between them;

Economic barriers: The
private sector pays for what
their clientswant. In public
health, there has not been a
strong commercial
constituency or driver for
systems development;

Public Health Attitudes:
Public health may believe
that their systems are exempt
from the HIPAA privacy and
confidentiality rules. Public
health will eventually realize
that they are the business
partners for providers and
their clearinghouses and
vendors. Public health will
need to articulate their
positions with the private
sector in mutually
understandable terms.
Other barriers:
» “Non-compliant” legacy
systems;
» Providers clinical and

billing systems may not
interface;

Though a national standards-
setting processisin place
through NACCR, the conversion
to HL-7 standards transactions
will pose challenges.

Cancer registries are complex
and the national standards
process under HIPAA will not
address the complexity and
clinical detail necessary for
cancer registry applications.

The HIPAA processis designed
for administrative simplification.
Applying the national standards
process to define national
clinical standards and associated
vocabularies and codesfor these
standards will yield more robust
information. The challengeis
overcoming barriers and
challenges to adoption of such
standards, including:

Providers readiness:
providers have been slow to
transition to HL-7 and few
have the capacity to
implement national registry
standards;

Implementation of national
HL-7 standardsis expensive
and potentially disruptive to
current processes;
Registry Directors are
familiar and comfortable
with flat file structures;

Changing to HL-7 may
be challenging for birth
certificate systems;

Complacency—most
Registrars are content
with their current
systems;

Few death certificates are
electronic.

State laboratory directors
have invested in existing
sy stemsand technical staff
who understand the
existing system.
Independence and
autonomous systems staff
feel acertain “freedom” to
their autonomy;

Unrealistic expectations as
to what standards offer
may lead to frustration and
even resistance;

Parallel systems may
continue until the new way
is“proven” towork. This
causes duplication of
effort and leads to
frustration by staff;

Culture change issues:
understaffed agencies and
variable capacity of local
and state health
departmentsto absorb and
use more data;

Concerns about data
quality during the
transition from existing to
electronic laboratory
reporting;

Regulatory obstacles and
concerns about security;

Small operations may be
dependent on vendorsfor
incorporating standards
which is expensive.

Medicaid agencies are
relying on managed care
organizations to provide
comprehensive or special
(carved-out services) to
enrolled populations. Under
managed care contracts, the
individual encounters may

disappear.

Complex system revisions
and business process changes
are involved with
compliance. Re-engineering
systemsisessential. Local
codeswill need to migrateto
national standards and this
will be an expensive
undertaking for the MMIS
systems. Provider readiness
will differ and sequencing
implementation to
accommodate provider
systems will be a huge
coordination challenge.

State data agenciesthat are
exempt from HIPAA
provisions might retain their
non-HIPAA reporting
formats.

HIPAA has raised awareness
of the provider reporting
burden caused by redundant
and non-standard public
health reporting
requirements. Convincing
public health agencies to
become HIPAA-compliantin
their reporting formats may
be atough sell to under-
funded agencies with limited
capacity to change business
and data management
processes.

Provider readinessto comply
with HIPAA formats will
vary and state agencies may
not be equipped to sequence
reporting specifications to
accommodate providers.
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(LAB) REPORTING
> Implementation of Many registry software
reporting systems at the developers lack theinterfaces
provi der |eve| poses and experlence to Impl ement
technical and financial electronic data interchange;
challenges Uncertainty about who will
» Training needs: pay for and provide the
Translating local and adequate support, training,
state codes to national education, and capacity
standards will require building to make this happen;
that personnel have the Messaging environments are
necessary sklll_s to new to public health;
understand their own Some registry personnel are
sys_tems aswell as concerned that automation
national standards. might displace their roles;
Mainframe/legacy systems
still rule in some registries;
Laboratories that use small
vendors will keep their own
systems (cost issue);
Privacy and dataownership
issues must be negotiated,;
State regul ations and statutes
vary and may require
revision when national
standards are adopted;
Manuals and other
documentation and software
code must berevised. To
ensure that revisions are
correct, an audit of datais
also necessary.
Tiv - —
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10. What solutionsfor overcoming these barriersdo you see and how could the Public Health Data Standar ds Consortium help?

Solutions include:
Federal funding has
supported the devel opment of
immunization registries;
Training and changing the
public health culture and the
private health care culture are
long-term strategies.
Instilling public health
perspectives to the private
health care system will be
essential.

Public health, in order to
make the business case, must
have an understanding of
business, their information
systems, and be able to
market the message in their
language;

The Consortium can help
public health shift its focus
from developing software
solutions to better
articulating public health
business and information
needs to the marketplace and
then let them develop tools
that in turn serve public
health;

Opportunitiesaround HIPAA
may include the
privacy/security provisions
that promote the
development of enabling
technologies to make the
reporting and access of data
viathe Internet safer;

Strategies NAACCR has

identified for converting to

national HL-7 standards for
registries:

- Application of LOINC codes;
Implementation Guide
(underway);

Evaluation of SNOMED
vocabulary;

Testing of specificationsin
implementation guide;
Work with vendors to
develop/adapt software.

The danger of oversimplification
in national standards settingisa
major concern. When addressing
national standardsfor complex
systems like Cancer Registries
identifying information needs
and dissecting them finely at the
front end of the standards
process for aggregating up at the
user end is preferred.

Needed education of usersand
collectors:

About advantages and
disadvantages of
standardized messaging;
How current jobs may be
affected and enhanced
through automation

Case studies based on the
success of the X 12/HL-7Clams
Attachment Workgroup and
other clinical reporting projects
(NEDSS, Data Elements for
Emergency Department Systems
(DEEDS), National
Immunization Program (NIP),
ELR);

The 2003 Birth
Certificate will expand
provider reporting. The
provider community may
take this opportunity to
implement the electronic
reporting of Birth
Certificate data;

NEDSS could push BC
integration with other
public health systems and
promote data sharing and
electronic messaging—
putting it all together.

Funding helps justify
certain changes and
activities, reducing
resistance. Helps get the
“buy-in” needed to make
changes;

Health Alert Network and
NEDSS funding will be
helpful in shaping
information systems;

Concerted effortsto
enhance I T infrastructure
development at all levels
must be ongoing;

Technical capacity to map
incoming lab datato
various databases and
appropriate linkages;

Commitment at the top
may be important, but
sustaining change over the
long-haul, middle
management/merit
employees make it
happen;

Training of public health
IT staff will facilitate local
implementation;

Interface solutions and
interaction with industry
and other business
partners;

Targeting of early, small
successes will bring
people on board to make
the harder, larger changes.

Joint planning and
coordination on a
state/regional scaleis
essential. Forming
coalitions with providers
and payers has never
before been so important-
--HIPAA isthedriving
force.

The X12N Medicaid
caucus has been auseful
forum for promoting the
national standardization
of local codes and
assisting Medicaid
agencies with HIPAA
implementation;

Medicaid and public
health can work in
tandem to assure the
unique needs of Medicaid
and public health
programs are represented
in the national standards
processes defined under
HIPAA.

NY S DOH and NAHDO,
in collaboration with the
Public Health Data
Standards Consortium
will coordinate the
development of a
national implementation
guide, identifying
priority non-billing, state
fieldsimportant to policy
development, research,
and public health
assessment;

NAHDO will work with
NYS DOH and the
Consortium to educate
states about the
availability and benefits
of adopting these national
discharge data reporting
standards as they are
defined.
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States will have to work
together to build regional
system networks/linkage and
share data. The link with the
private sector will force
connections with hospitals,
clinics, and physician offices
aswell as managed care
organizations.

M apping between the current
NAACCR Data Dictionary
and standard vocabularies as
used in HL-7 transactions.

Needed capacity building

efforts

Establishing HL-7 interfaces
are expensive;

Conducting pilot
implementation projects and
documenting lessons|earned,
sharing these with other
registries;

Building onto existing
messages so vendors can turn
additional oneson at low
costs;

Incentives for public health
and providersto invest the

time and resourcesto make a

consistent public health
reporting system happen;
Partnering with the private
sector, communicating
standards to vendors, and
using regulatory tools to
encourage movement to
standards.

Adopting certain clinical
national standards, and the
vocabularies and code sets
used within those standards,
may support the harvesting
of amuch greater degree of
clinical detail that is
currently obtained with the
registry datasets alone.

Possible Consortium activities:
I dentify target audiences and
theclinical content of interest
to guide priorities and
strategies.

National definition of
unified electronic
reporting approaches,
using standard HL-7
messages;

Generic HL-7 readers to
accommodate state to state
variation;

LOINC and SNOMED

coding conventionsfor lab
environments.
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APPENDIX D: RATIONALE FOR MOVING TO DATA STANDARDS

WHY SHOULD PUBLIC HEALTH ADOPT HIPAA AND OTHER DATA
STANDARDS?

Recent nationd atention to data standards, stimulated by the federd Adminidtrative
Simplification sandards mandate of The Hedlth Insurance Portability and Accountability Act
(HIPAA), will have important implications for the practice of public hedth and hedlth
services research. Although these standards are focused on insurance transactions and not
mandated for most public health related data transactions, the hedlth care encounter triggers
the reporting of amgority of public hedth data. Failure to adopt these standards will make it
more difficult to communicate with the clinical care deivery system especidly for those
databases that rely heavily on adminigrative data (e.g., hospital discharge data sets).

HIPAA dso requires adoption of stlandards for claims attachments and investigation of
gtandards for the eectronic medica record. The claims attachment represents the bridge
between adminigrative and clinica information. The medica record is a primary source of
data for disease regigtries (e.g., tumor, reportable disease databases), traumaregidtries, vita
datistics, immunization registries, and other public health databases. The adoption of clinica
data sandards for both care delivery and public health will creete the ability for electronic
interchange of data which is now primarily paper-based. Other features of HIPAA, such as
the development of unique identifiers as well as standards to protect the privacy and security
of data, will so have an impact on how public heglth data are collected, transmitted, stored,
and used.

Unless sarving as providers or insurers, public hedth organizations face no clear federd
mandate to adopt HIPAA standards, and the rationale for such action has not been widely
communicated. With some exceptions, the public health and hedlth services research
communities have not actively participated in nationa standards discussions or implemented
nationd standards at the state or locd level. The purpose of this document isto provide a
compelling rationale for decison mekers and funders at the federa and tate level and in the
private sector to support standards related efforts for public health and hedlth services
research. Key messages presented here include:

The business case supports data standards in public hedlth;

An dectronic environment is emerging in the hedlth sector; public hedth risks baing left
out;

Data standards support integration;
Not adopting standards places public hedth data and relationships at risk.
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THE BUSINESS CASE SUPPORTS DATA STANDARDS IN PUBLIC
HEALTH

The private sector’ s primary motivation to creste standards for electronic data interchange
(EDI) in the early 1990’ swas to lower adminigtrative costs and improve operations. Data
standards decrease the time and money associated with adminigtrative transactions and
improve the quality, quantity, and accessihility of information. Public hedlth can expect to
achieve smilar benefits.

Standardization increases efficiency on both sides of the data
transaction.

For the public health and hedth services research communities standardization will dlow
faster processing of and response to data received, reduction of errors, and consistent
reporting. For providers, slandards across reporting jurisdictions will decrease the burden
associated with reporting data to public hedth.

In the gtate of Illinois, dectronic transmission of |aboratory datafrom loca providersto the
state according to HL -7 standards has eliminated unnecessary steps in the reporting process
and decreased reporting time.

Consolidation in the hedlth care industry means that many laboratory and hospita systems
serve multiple states. Different state reporting requirements and systems make it difficult for
these entities to creete their own systems to support the reporting of public hedth
information. Standards across jurisdictions would decrease the burden on public hedth’'s
information trading partners.

“ Approximately 40,000 test results have to be reported...each month. These reports
are sent to 300 different state and local health agencies, each of which hasits own
reporting requirements. The majority of these reports are sent on paper...Even
when states use electronic interfaces...they do not use them consistently across

programs, which can make the electronic process cumbersome and complicated....”

Rich Aranowski, SmithKline Beecham Clinical Laboratories from Electronic
Reporting of Laboratory Information for Public Health, January 7-8 1999, Summary
of Meeting Proceedings

Standardization reduces costs.

The benefits of sandards for EDI are expected to outweigh the hardware, software, and
training costs necessary for implementation. Electronic submisson of camsfor
reimbursable public hedth (including Medicaid) services will reduce costs for public hedth
agencies. Electronic interchange of other datawill produce efficiencies aswell.
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In its 1993 report, the Workgroup for

Electronic Data Interchange (WEDI) The Massachusetts Health Data
projected asavings to the heelth care Consortium highlights some of the
indugtry of $8.3 billion annudly if full EDI benefits of EDI:
o 18
Isimplemented. - Standardinterfaceslower costsfor
The Utah Health Information Network software devel opment and
(UHIN) estimates the transition from paper maintenance;
to EDI dams submisson hasylddw annud . Sandards minimize data
savings of $75 to $250 million just for translation costs;

. 19
hospital care dlone Administrative overhead costs are
Standardization experiences of New Y ork reduced;
State Department of Public Hedlth's hospital . Standard electronic transactions

discharge system has reduced provider and help prevent fraud and abuse
industry reporting burden, thus improved the
quantity and quality of data reported to
public hedth.

Data standards support the electronic flow of information.

The trangtion from paper-based to electronic
transmission of public hedth data requires
national data standards. Electronic data
tranamisson in public hedth will increase the

In Massachusetts, el ectronic search of
a health maintenance organization

(HMO) pharmacy database detected 18
percent more active tuberculosis (TB)

speed of data reporting and support a more cases than had been reported to the
rapid response to public health thrests. health department; these cases needed
Automation improves compliance with health department evaluation of
reporting requirements and completeness and contacts to stop further spread of TB.

timeliness of reports National Electronic Disease Surveillance
System,  http://www.cdc.gov/od/hissb/

18 Massachusetts Health Data Consortium (2000). The Benefits of Administrative Simplification [On-line]
Available: http://www.mahealthdata.org
19 Utah Health Information Network, <http://www.uhin.com>
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Automation frees up the time of public health workers to do more important tasks like
investigation, andys's, and response. Public hedth departments will spend less time waiting
for data, reentering data, searching for data, and cleaning data.

Electronic laboratory reporting
of notifiable diseases in Hawaii
yielded the following benefits:

2.3-fold increase in the
number of reports;

Electronic reports were
received four days earlier
than paper reports,

76 percent of data fields were
completed in electronic
reports versus 60 percent in
paper reports;

Electronic reports were more
likely to provide patient and
physician phone numbers
(necessary for case
investigations and follow-up)

Centers for Disease Control and
Prevention. (January 7-8, 1999)
Electronic Reporting of Laboratory
Information for Public Health

(Summary of Meeting Proceedings).

In the future...

Automated surveillance systems
will be built to routinely collect
and analyze anonymous patient
data from health care providers
on areal time basis to identify
unusual clusters of disease.
Such a system will speed the
identification and response to
public health threats.

Automated analysis of
emergency roomdata could have
minimized the impact of the
cryptosporidium outbreak in
Milwaukee in 1993 where
emer gency rooms wer e clogged
before reports of an unusual
level of disease filtered up to

public health officials.

Standardization improves data quality and utility.

Data sandardi zation improves the ability to link data from different sources or programs and
increases its comparability. Data standards facilitate the identification of critica linkages

(e.g., across disease types, between environmenta factors and disease). For example, linkage
of data sets across diseases can identify critica relationships such asthat of MDR-TB to

HIV.

Data standards make comparing data across states and localities possible. Public hedlth data
from seemingly unrelated events across the country can be andyzed to identify patterns and
trends and suggest public hedth actions to safeguard populations. For example, CDC's
PulseNet network of public hedlth |aboratories uses gdl dectrophoress to finger-print DNA
and then disseminate the information dectronicaly to participating states. This type of
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information exchange alows for rgpid identification of foodborne pathogens within what is
now a national food supply. Severa recent outbresks involving contaminated meet were
rapidly identified and halted due to this type of information exchange?°

Better and more comparable data support performance
measurement and improvement.

Comparable data dlows public hedth officids “ Qates that have implemented Immunization

and researchers to better evaluate programs and Registries often discover benefits that extend
beyond the direct registry function. Sates
now have a reiable, centralized source of
gatewide clinician data and find that HMOs

drategically alocate resources. Measuring and
comparing performance relative to nationd

beﬂCh_ma ks, SJPh as H_edthy. PeoD'? 2010 are eager to forge partnershipswith public
objectives, provides an incentive for improved health to improve and support their HEDIS
performance. One state found that holding reporting.”
organizations to public and standard reporting .

. . . . Sue Salkowitz
motivates them to improve their business National Immunization Registry

processes. Another state representative Consultant
commented, “What gets measured, gets done.”

Standards further public health’s ability to perform core functions.

Access to better data through standardization will

improve the ability of public hedth officids and “ The#1 product public h?alth providesto
researchers to do their jobs. Specific tasks customersisinformation.
supported by better information include: John Lumpkin

Director, University of Illinois Department of
Public Health

I dentifying public hedth threats;
Asessing the hedth status of the population;

Focusing programs and policies where they are needed most and are proven to be
effective

Informing and educating people about hedlth issues;
Evauating policy and program effectiveness,
Conducting research to improve hedth and hedlth care.

20 Centers for Disease Control and Prevention Press Release: National Computer Network in Place to Combat
Foodborne IlIness, http://www.cdc.gov/ncidod/dbmd/pul senet/pul senet.htm.
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AN ELECTRONIC ENVIRONMENT IS EMERGING IN THE HEALTH
SECTOR; PUBLIC HEALTH RISKS BEING LEFT OUT

Better use of information for hedth ajd hedth care “The National Health
depends on the development of aNationa Hedlth Informetion Infrastructureisthe
Information Infrastructure (NHI1).2* The public hedth and st of technologies, standards
hedth services research communities must become a part erglicatious systens, ;Ielll ]yfﬂ

; : ; . awsthat support all facets
of this emerging eectronic environmen. ofincivicuel heith, health care
A critical enabler to the development of the NHII isa and public health
comprehensive set of sandards for dl hedlth data. The care The National Committee on
ddivery systemis rgpidly moving to an eectronic Vital and Health Satistics

environment both for administrative transactions and for
clinica data management and exchange; public hedth workers and hedth services
researchers should not be left behind.

Thereisacriticd digtinction between entities creating their own ectronic environment
versus entering the emerging e-environment in the hedlth care sector. Some public hedlth
organizations may have achieved technica sophistication specific to their organization or
specific programs. However, amove to an dectronic environment based on proprietary
technologies, gpplications, and systems misses the larger goa of interoperability across dl
programs and jurisdictions and with data trading partners.

DATA STANDARDS SUPPORT THE LARGER GOAL OF
INTEGRATION

Data standards are necessary to support the larger god of integration of public hedlth
information and surveillance systems. Public hedlth is accomplished through partnerships
among federa agencies, state and loca health departments, providers, laboratories,
educationa inditutions, associations, foundations, communities, and individuas. The
variability in data collection and software systems hampers the efficient flow of
information—especidly given the limited infrastructure and technical know-how for data
management in the public health sector. Public health must ensure that decision-makers have
access to high qudity data on which to base rationd and effective public hedlth policy.
Current methods of data collection place a substantia burden on partners across levels of
government and between the public and private sector.?2

21 National Committee on Vital and Health Statistics. Toward a National Health Information Infrastructure.
[On-ling], Available: http://www.ncvhs.hhs.gov/NHII 2kReport.htm

22 Centers for Disease Control and Prevention, Health Information and Surveillance Systems Board. (Spring
1995). Integrating Public Health Information and Surveillance Systems [On-line] Available:
http://www.cdc.gov/od/hissb/
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For example, The State of Missouri reported
that an impetus for moving to sandards and
integration was complaints from loca

hedlth departments about the need to
respond to competing system requirements
for federd versus state government
programs.

I ntegration can occur a many levels across
programs, across organizations, across
jurisdictions, across levels of government;
across settings of care; across public and
private sectors; or across different types of
data

States report the desire to integrate data
systems across the spectrum of hedth and

[llinois Cornerstone System

Built using HL-7 standardsfor electronic data
interchange, the Sate of I1linois’ Cornerstone
systemintegrates data related to maternal and
child health into one modular database system.
The systemiseight yearsold and is built off ol
22 standards. This system allows users to
efficiently and effectively coordinate patient
services across traditional categorical public
health programs, such as Women, Infants and
Children, well child services, and immunization
services. The Cornerstone systemis linked to
the State’ s Immunization Registry which
integrates immunization information across
settings of care, i.e., public health, Medicaid,
WIC and private providers.

human services programs as well as across states and jurisdictions. Some states are ready
developing stlandards and systems to integrate data across the full range of their programs,
eg., Misouri, Utah, lllinois. States can achieve economies of scalein information system
development if they work together. Also, integrated data systems increase the ability of our
public hedlth system to identify and control threats such as bioterrorism, multi- drug resistant
bacteria, and emerging infections that cross programmatic and geographic barriers.

Data standards and integration are necessary to support linkage of different data types (e.g.,
adminidrative, clinicad and survey data) at the individua leve to support research, while
protecting confidentidity and privacy in asecure environment. Standard identifiers will

cregte the ability to link different data types to create amore complete picture of the hedth of

the public and how various factors impact it.

NOT ADOPTING STANDARDS PLACES PUBLIC HEALTH DATA

AND RELATIONSHIPS AT RISK

“It’s the right thing to do.”

Public hedlth depends on the private delivery system for much of itsdata. The private sector
has a mandate to move to data standards for health data transactions. The public health
community needs to follow this mandate as wdll to preserve and strengthen itsties to the care
delivery system. The government has mandated thet the delivery system adopt HIPAA
gandards. For another part of the government to place information demands on the ddlivery
system that are not consstent with these strategies will stress the important partnership

between public hedth and the ddivery system.
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Not engaging in standards development processes threatens
access to and usefulness of data.

If public hedlth officias or researchers choose not to participate in the standards devel opment
discussion, they run the risk of data standardization policies being developed that may not
support needed access to data by public hedth. For example, a recent topic of “conversation”
on the Consortium'’ s listserv has been standards for the de-identification of datafor privacy
reasons. A standard that removes patient zip code could greetly impact researcher ability to
link hedlth atus data to demographic factors. Absence from the standards setting table may
lead to the development of standards that do not meet public hedth and researcher needs,
e.g., missing data eements or poorly defined data € ements.

Lack of standardized and integrated data systems is athreat to the
health of the public.

A common information infrastructure is criticd to controlling biologicd threats that
incressingly cross programmatic and geographic  boundaries. Data dandards will  help
address red and current fears about bioterrorism, foodborne illness, multi-drug resistant
bacteria, and emerging infections.
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APPENDIX E: DESCRIPTION OF EXTENSIVE AND TARGETED PARTNERS

A. Extensive Partners

The Department of Hedlth and Human Services (DHHS) is the home of the Centers for
Disease Control and Prevention (CDC) and other national agencies that are desired partners
to the Consortium in itsimplementation of its education strategy. Existing DHHS
partnerships include:

Centersfor Disease Control and Prevention (CDC): The CDC isviewed by many in
both the public and private sectors as the nationd voice of public hedth. Rdativeto date
and loca hedlth departments, the CDC is well-funded and potentialy has the resources
and the knowledge to play the leadership role in sandards development and
implementation efforts. The CDC isinvolved in various standards related efforts® The
CDC represents several audiences for the education strategy: decision-makers, funders,
users, and collectors of data. The effectiveness of the CDC voice in promoting standards
will depend on its ability to coordinate its own standards related efforts and present a
long-term vision that meets the broad array of public health data needs across all
programs and levels of government. If funded to do so, the Consortium could expand its
current partnership with the CDC to help make this happen.

National Center for Health Statistics (NCHS), Centers for Disease Control and
Prevention (CDC): The Consortium has gotten financia and staff support from NCHS,
the federal government's principa vitd and hedlth satistics agency. NCHS provides
datigticd information to guide actions and policies to improve the hedlth of the nation.
The partnership between the Consortium and NCHS has been insrumenta in developing
acritical mass of activity to build the credibility of the Consortium as a voice of public
hedlth in sandards development efforts around HIPAA.

CDC' s National Electronic Disease Survellance System (NEDSS): The CDC isaso
funding NEDSS. NEDSS is abroad initiative focused on the use of dataand information
gystems standards to advance the development of efficient, integrated and interoperable
aurveillance systems at the state and locdl levels. Thisinitiative is also designed to
facilitete the dectronic transfer of information from clinica information systemsin the
hedlth care industry, to reduce provider burden in the provison of information, and to
enhance both the timeliness and qudlity of information provided. As part of this effort,
the CDC has deve oped the Public Hedth Conceptua Data Modd, ahigh level

23 1n 1995, CDC/ATSDR established the Health Information and Surveillance System Board (HISSB) to

formulate and enact policy concerning the planning, development, maintenance, and use of integrated public
health information and surveillance systems. Several projects have emerged out of HISSB. The HISSB has
been replaced by the CDC Information Council, the governance structure for CDC information systems.
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conceptud modd which provides the foundation for standardization of public hedth data
collection, management, transmission, andysis, and dissemination.®*

NEDSS has been communicating its surveillance specific standards messages to various
audiences including gate hedth officers, county hedlth officers, the Association of Public
Hedlth Laboratories (APHL), the Council of State and Territorid Epidemiologists
(CSTE), the Nationd Association for Public Hedlth Statistics and Information Systems
(NAPHSIS), and others. NEDSS has provided resources to the Association of State and
Territorid Hedth Officias (ASTHO) to be at the table in standards setting efforts.

The Consortium’s partnership efforts should also be directed to nationd associations that
represent key audiences for the education Strategy:

Association of Sate and Territorial Health Officials (ASTHO): ASTHO isthe nationd
norprofit organization representing the state and territoria public health agencies of the
United States, the U.S. Territories, and the Digtrict of Columbia. These agencies are the
primary audience for the rategy. ASTHO has significant experience in bringing together
public hedth policy-making organizations for saverd of their past and on-going projects.
ASTHO, in cooperation with the National Association of County and City Hedlth
Officids (NACCHO), formed The Public Hedth Information and Infrastructure Policy
Committee (PHIIP). PHIIP assesses policy and programmatic issues related to hedlth
data, hedlth data systems, and the capacity of the state and local public health information
infrastructure to appropriately measure population hedth status®® Among other
activities, PHIIP isin the process of drafting one-page information sheets on specific
national data standards policies and initiatives. Its products could be developed in
partnership with the Consortium to educate states on what national data standards mean
to them. ASTHO aso has a cooperative agreement with NEDSS.

ASTHO affiliates, such asthe Association of Public Health Laboratories (APHL) and the
Council of Sate and Territorial Epidemiologists (CSTE), are additiona partners. APHL
is anon-profit association dedicated to working with its members to actively promote the
interest of public hedlth laboratories. Members include state public heglth laboratory
directors and county, city, environmenta health, environmenta quaity, and internationa
laboratory directors. Its misson isto promote the role of public hedth |aboratoriesin
support of nationa and global objectives, and to promote policies and programs which
assure continuous improvement in the quality of laboratory practices. The CDC plansto
support nationa partner organizations of state and loca health departments, including

APHL, to assist with coordination and communication of NEDSS efforts 2

24 Glossary of Data Modeling Terms. Distributed at National Electronic Disease Surveillance System (NEDSS)
Stakeholder Meeting in Atlanta, GA. April 2001.

25 Association of State and Territorial Health Officials, <http://www.astho.org>

26 Association of Public Health Laboratories. (September 2000) The APHL Minute [On-line] Available:
http://www.aphl.org/Minute/9-25-00.pdf
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CSTE isaprofessond association comprised of epidemiologists in states and territories
whose misson isto work jointly to detect, prevent, and control conditions that affect
public health. One important component of the CSTE' s strategic plan isto facilitate data
integration. Such detaiintegration is vitd to dlowing the CSTE to fulfill other
components of its long-term plan such asimplementing a Nationd Public Hedlth
Surveillance System and implementing e ectronic |aboratory survelllance and eectronic
data systems. For example, CSTE is partnering with NEDSS by promoting state
adoption of NEDSS, educating policymakers at the state and federd leve about the
importance of data integration, and soliciting feedback about problems that arise when
dtates are trangtioning to data tandards. The CSTE is also working to develop a set of
common chronic disease indicators which will include aminimal set of diseases,
conditions and risk factors that are standardized across dll statesin order to alow for
consistent comparisons across populations.

National Association of County and City Health Officials (NACCHO): NACCHO was
formed in July 1994 when the National Association of County Hedlth Officids and the

U.S. Conference of Loca Hedth Officers combined to form a unified organization
representing loca public hedth. It is anonprofit membership organization serving al of

the nearly 3,000 local hedth departmentsin cities, counties, townships, and digtricts

across the country. NACCHO provides education, information, research, and technical
assistance to loca health departments and facilitates partnerships among locd, Sate, and
federa agenciesin order to promote and strengthen public hedth. It promotes nationd
policy, devel ops resources and programs, and supports effective loca public hedlth

practice and systems that protect and improve the hedlth of people and communities.

NACCHO' s drategic directions and three-year objectives support dataintegration asits
plansinclude: promating and supporting loca public hedth agenciesto assure the
development of locd public hedth systems that have the capacity to provide the
“Essentid Services” enhancing the effectiveness of locd public heath agencies
contributions to improvements in health status and qudity of life; and assuring thet
NACCHO and its members make effective use of information technology. In addition to
these plans, NACCHO recently received support from the Centers for Disease Control
and Prevention (CDC) to involve locd public hedth agencies in the development and
implementation of the Nationa Electronic Disease Surveillance Sysem (NEDSS).
NACCHO'sroleinthe NEDSS initiative is primarily to act as aliaison between locd
public hedth agencies and the CDC. NACCHO has dso worked in collaboration with the
Multnomah County Hedlth Department, Oregon, and the Centers for Disease Control and
Prevention, on adata dliance project over the last three years. The overdl god of this
project was to attempt to build amodd for a data sharing alliance between the public and
private sector organizationsin alocal community, which would improve the information
avalablefor loca public hedth planning and policy development.

National Association of Health Data Organizations (NAHDO): NAHDO is a nonprofit
national membership organization dedicated to improving hedlth care through the
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collection, analysis and dissemination of hedth data. Its objectives are to establish itsdlf
as aleader in hedth and information standards and policy development and in
performance measurement initiatives, expand its technica capacit}/, foster public and
private sector collaboration, and enhance member participation.?” NAHDO is currently
supporting the Consortium in aresearch capacity, is contributing to this education
drategy and has conducted a study, “Prioritization of Data Needs for State Encounter
Data Sets for Public Hedlth and Research Applications.” Its annua meetings are an
excdlent forum for delivering educational messages to date hedth personnd. With
additional resources, NAHDO could expand its partnership role.

National Association for Public Health Statistics and Information Systems (NAPHS S):
NAPHSIS amsto provide nationa leadership in advocating, cregting, and maintaining
public hedlth information systems thet integrate vital records regidries, public hedth
datigtics, and other hedth information. In collaboration with other organizations,
NAPHSIS develops standards and principles to effectively administer public hedlth
datistics and information systems. NAPHSI'S commissioned awork group in 1996 to
address the concept of virtual State Centers for Health Statistics. The State Centers
priority functions would be to provide leadership in determining the quality of existing
data, establishing standards for measuring data quaity, and working proactively to ensure
the collection of high quality data® 1t is currently working in collaboration with the
Socid Security Adminigtration on an Electronic Death Regigtration System project, the
god of whichisto develop a set of sandards that can be adopted by all states for
electronic desth registration.

Academy for Health Services Research and Health Policy (the Academy): In June 2000,
the Association for Hedth Services Research and the Alpha Center merged to form the
Academy. The merger strengthens the bridge between research and policy worlds to
enhance trandating research into decisons to improve the hedth carefidd. The

Academy has alarge membership base conssting of hedth services researchers and

public and private policymakersin the U. S. The Academy reaches out to its members

with its annua meetings, seminars and numerous publications?® The Academy dreedy is
amember of the Consortium. A stronger partnership with the Academy would increase

the Consortium’s reach into decision-mekers, collectors, and users of hedlth data.and
information.

B. Targeted Partners

The National Committee on Vital and Health Satistics (NCVHS): NCVHS serves asthe
gatutory public advisory body to the Secretary of Hedth and Human Services. It fulfills
important review and advisory functions relative to health data and Statistica problems of

27 National Association of Health Data Organizations. (December 2000) NAHDO News 15" Anniversary
Meeting Edition.

28 National Association for Public Health Statistics and Information Systems, <http://www.naphsis.org>

29 Association for Health Services Research, <http://www.ahsr.org>
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nationa or internationa interest, simulates or conducts studies of such problems, and
makes proposas for improvement of the nation's hedlth statistics and information
systems. HIPAA gave expanded responsibilities to the NCVHS including advising the
secretary on hedth information privacy and on the adoption and implementation of hedth
data standards. It has become increasingly active over the past severa years, addressing
issues relating to uniform health deta sets, medical classfication systems, the need for
improved menta hedlth Satidtics, data needs for minority hedth and the medicaly
indigent, state and community hedth data needs, and issues related to the implementation
of uniform data standards for HIPAA. NCVHS supported the 1998 HIPAA workshop and
has followed the development of the Consortium. NCVHS represents a decision-maker
in the implementation of the education strategy. Further developing the rdationship
between NCVHS and Consortium will be useful as the Consortium makes the business
case for additiond national data standards for public health.

American Medical Informatics Association (AMIA): AMIA isanonprofit 501(c)(3)
membership organization of individuas, inditutions, and corporations (including
physicians, nurses, computer and information scientists, biomedical engineers, medica
librarians, and academic researchers and educators) dedicated to developing and using
information technologies to improve hedth care. AMIA was formed in 1990 by the
merger of three organizations - the American Association for Medicd Systems and
Informatics (AAMS)), the American College of Medicd Informatics (ACMI), and the
Symposum on Computer Applications in Medical Care (SCAMC). Some of the primary
activities of the association include organizing an annuad symposium conference,
publishing ajournd, maintaining working groups and specid interest groups, involving
itsdf in relevant policy issues and maintaining a resource center. AMIA has been
particularly involved in the complex issues surrounding the privacy and confidentiaity of
electronic medica records.

Southern HIPAA Administrative Regional Process (SHARP): SHARP was recently
established to meet the immediate need of assessing regiond HIPAA Adminidrétive
Simplification implementation readiness to bring about regiona coordinetion for
successful HIPAA compliance by al stakeholders (specifically the provider community)
in the southern regiond hedlthcare industry. Specificdly, SHARP smission isto: create
aforum that encourages the necessary dialog among the regiond hedlth care
implementers of the HIPAA Standards and procedures; identify cross-industry
coordination and best practices; coordinae efforts to identify and resolve ambiguities
related to HIPAA implementation; adopt an outreach approach to current industry
initiatives by conducting information gagp anayses and devel oping recommendations on
initiatives to address the coordination thet must exigt within the region for dl hedth care
stakeholders.*® There are numerous other regiona organizations supporting HIPAA
implementation efforts. A list of these organizations can be found on the WEDI website
at http:/mww.wedi.org/SNIP/Resources/regiond.htm.

%0 The Southern HIPAA Administrative Regional Process (SHARP), Mission statement. [On-ling], Available:
http://www.sharpworkgroup.com/mission.html
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Government Information Value Exchange for States (GIVES): GIVESisacollaborative
government hedth care industry group focusing on the sharing of information through a
clearinghouse highway and providing aforum for discussing and resolving issuesin

meeting the Hedlth Insurance Portability and Accountability Act (HIPAA) legidation. It

has been established to meet the immediate need to exchange information, identify

common government chalenges and share solutions to atain HIPAA compliance. It

hopes to minimize the duplication of efforts by individua states*

Workgroup for Electronic Data Interchange (WEDI): WEDI was established in 1991
following aforum convened by the Secretary of the Department of Health and Human
Services to address adminigrative costs in the nation’ s hedth care sysem. While it isnot
a dandards setting organization, WEDI provides aforum for the definition of standards,
the resolution of implementation issues, the development and delivery of education and
training programs, and the development of strategies and tactics for the continued
expansion of electronic commerce in hedthcare? We dassify WEDI into two audience
groups for the education strategy: a supplier of information, asit is made up of primarily
payors, providers, and vendors, and a decison-maker. WEDI does not yet include a
voice for public hedth onitsboard. The WEDI Task Group cdled the Strategic Nationd
Implementation Process (SNIP) is a collaborative hedlthcare industry-wide process
resulting in the implementation of standards and furthering the development and
implementation of future standards. Specificdly, the WEDI HIPAA SNIP Task Group
has been established to meet the immediate need to assess industry-wide HIPAA
Adminigrative Smplification implementation readiness and to bring about the nationd
coordination necessary for successful compliance. SNIP formed an Education Work
Group to develop messages, target audiences and creste a dissemination strategy. 2
WEDI SNIP and the Consortium could partner to incorporate the public hedth
perspective in its education of suppliers about HIPAA and other standards
implementation.

North American Association of Central Cancer Registries (NAACCR): NAACCR isan
umbrella organization for central cancer registries. NAACCR provides a means for
achieving nationa consensus about registry standards and representatives. Partnerships
with associations such as NAACCR bring the Consortium to the forefront of standards
development for specific data base types.

State- specific entities that are further dlong in the standards setting process are strong
partners for the Consortium as they can share their experiences to bring other states on board.

31 Government Information Value Exchange for States. GIVES Vision Internal Draft Document.

32 \Workgroup for Electronic Data I nterchange. SNIP Education Workgroup. Purpose, Scope, and Process [On-
line], Available: http://www.wedi.org/snip/education/purpose_scope.pdf

33 Workgroup for Electronic Data Interchange. WEDI Vision, Mission, and Guiding Principles [On-line],
Available: http://www.wedi.org/public/articles/details.cfm?d=309
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Massachusetts Health Data Consortium (MHDC): MHDC was founded in 1978 by the
gate's mgjor public and private hedlth care organizations. They recognized the need for a
neutra agency, an "honest broker," independent of specid interests, to collect, anayze
and disseminate hedlth care information. In 1994, MHDC organized the Affiliated Hedth
Information Networks of New England Project to improve the state's hedlth care
infragtructure among payor and provider organizations. Utilizing a structure of Work
Groups, Sub-Groups, the CIO Forum and the Webmaster Group, the Project isfacilitating
the development of a region-wide comprehensive hedth data system in which everyone
who pays for, delivers or uses hedlth services can make decisions based on readily

ble information. The MHDC hopes to achieve thisided through the creation of a
hedth information infrastructure that is sandards-based, protective of persond privacy

and supported by trading partners.

New York Sate Department of Health, Statewide Planning and Research Cooperative
System (SPARCYS): The Statewide Planning and Research Cooperative System (SPARCS)
isacomprehensive patient data system established in 1979 as aresult of cooperation
between the hedlth care industry and government. The enabling regulations for SPARCS
require that inpatient data be submitted by dl facilities certified for inpatient and that
outpatient data be submitted by al hospital-based ambulatory surgery servicesand al

other facilities providing ambulatory surgery services. Dataare to be submitted according

to a designated format and schedule. In 1992, the Department of Hedlth formed an ad hoc
task force to develop data set specifications that would blend the UB-92 nationwide
inpatient and outpatient billing requirements with the unique billing and discharge data
reporting requirements of New Y ork State. In April 1993, the ad hoc task force released a
new Universa Data Set (UDS) Specification which includes reporting codes for use with
the UB-92 paper form and a new eectronic format. The resulting system streamlines
multiple data submission formats into a single format, removing redundant reporting
requirements for hospitals and other hedlth care facilities>*

Minnesota Health Data Institute (MHDI): MHDI is a public-private partnership created
by the Minnesota State L egidature to foster a competitive hedth care system. It hastwo
programs whose purposes support dataintegration. The Quality Measurement Program’s
am to “promote the use of standard performance measures’ supports the adoption of data
standards in order to facilitate the use of standard performance measures® The
Minnesota Center for Hedlthcare Electronic Commerce, a committee of the MHDI, is
committed to hel ping the hedlth care industry adopt standard electronic systems in order
to enhance efficiency in hedth care. The group aimsto do this through standards
development and training. The committee conducted a Statewide survey to assess the
types of eectronic commerce and dectronic data interchange that employers expect to
usein the upcoming year. Through the survey, the committee hopes to learn about the

34 New York State Department of Health, Statewide Planning and Research Cooperative System (SPARCS).
SPARCS'Who we are. [On-ling], Available:
http://www.heal th.state.ny.us/nysdoh/sparcs/operations/who.htm

3 Minnesota Health Data I nstitute, <http://www.mhdi.org>
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barriers and education needs of providers seeking to enhance the use of eectronic data
reporting.

Utah Health Information Network (UHIN): UHIN is a broad-based codition of hedlth
care insurers, providers, and other interested parties, including State government. UHIN
participants have come together for the common god of reducing hedlth care
adminidrative costs through standardization of administrative hedlth data and eectronic
commerce transaction processing. UHIN and its partners developed EDI software on a
proprietary free access basis which is designed to efficiently and accurately route
standardized hedlth care data and appropriate remittance advice. UHIN overcame the cost
barrier of developing a central EDI by sharing the costs among its partners. Data types,
clams, remittances enrollment, and error reporting are dl sandardized using X12. Any
hedlth care entity may participate in the UHIN system if they are willing to adhere to the
UHIN standards and protocols and agree to the fee assessment.>®

38 Utah Health Information Network, <http://www.uhin.com>
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APPENDIX F: SUMMARY OF BARRIERS TO IMPLEMENTING THE EDUCATION
STRATEGY

1. Barriers to Building Partnerships and Educating Constituencies

Lack of a clear mandate for public health and research; substantial inertia within the status
guo. While the ddivery system faces aclear HIPAA mandate and associated deadlines for
compliance, most public hedlth and research communities do not. As such, these

communities potentialy believe they have the option to maintain businessasusud. The

inertiato do thisis substantid.

Lack of funding for standards development. Public hedth agenciesface many pressng and
competing needs a dl levels of government. The traditiond categorica mode of funding
public hedth programs provides little money for generd infrastructure devel opment, the
benefits of which cross different programs. Organizations that have undertaken data
standards and data integration efforts have needed to cobble together funding from various
Sources.

Federal and state politics. Traditionaly public hedth programs have been developed
categorically to respond to specific diseases, threats to the hedlth of the public, or needs of
particular populations. The political process around securing and protecting money to serve
apaticular interest has contributed to the fragmented nature of public hedth programs and
the data systems that support them. Categorica funding represents a key barrier to integrated
information systems across programs. To ensure that money is not diverted to other
purposes, categorica programs often have limits on how resources obtained through these
programs can be used. These resources can be staff, hardware, software, etc. For example,
the USDA reportedly has limitations on how WIC hardware and software can be used.

In anumber of ates, the data collection methods are specificaly defined in statute or rules
and the process required to make changes to the rules is lengthy. Many states would be
reluctant to re-open debate on specific data collection.

Differing levels of readiness. States are at vadly different levels of readiness. Some are
engaged in the nationd process, some are developing and implementing their own standards
gpart from this national process, others understand the need but have not taken action, and
dill others have only alimited awareness of theissue. Thisleve of readiness can vary even
within states across programs. For example, in one state the STD program isusing afully
eectronic system to gather and transmit STD information from the field to state and local
hedlth departments while the TB program uses a“flip file’ to track cases.

Lack of awareness in the research community around why and how they should be involved.
Interviews with the research community indicated limited awareness of how HIPAA and
other data standards will affect their ability to obtain and use data

Need for states, localities, and/or programs to change what they have already accomplished
in order to get involved with broader initiatives. Many states and large urban public hedth
jurisdictions have devel oped standards to support integration of data sets across their own

O *“Lewin Group F1 269285



agencies and programs. Some programmatic areas have gotten pretty far down the path of
developing sandards (e.g., vitd gatigtics, immunizations, and various disease regidiries).
Theseinitiatives may have to be reworked to fit into a set of national standards.

Difficulty of convincing states and programs not to go it alone. Some states or programs
may lack confidence that a nationa process will meet the needed timeframe of those who are
aready primed to move forward.

Fear of increased workload. Some public hedlth entities express concern that saff will not
have the capacity to appropriately manage the increased volume of and demand for public
hedlth data. Some fear that better, more comparable data may |lead to more people wanting
data and increase the burden on “keepers.” Othersfear that better data may uncover
problems which cannot be solved with exigting resources.

Fear of increased accessibility to data. State public hedlth officias may not want their
information to be more public. There are timeswhen it is good to keep information out of
the public’s eye (e.g., to avoid unwarranted panic). Standardization may make it harder to
protect the confidentidity of data.

Upfront costs are high; process is lengthy, and benefits accrue over along period of time. It
may be hard to motivate public hedth officids (whose tenure may be short) to take on the
chdlenge of data tandards given the long-term commitment required in order to obtain a

benefit.

2. Barriers to Participating in Standards Development

Lack of unified national leadership in the standards devel opment process for public health.
Key audiences, such as date public hedth officids and ther saff, are unsure of whom to go
to for information on nationa data standards setting, i.e., the CDC, HCFA, etc. Itisdifficult
to find individuas or organizations thet represent the diversity of public health and hedth
services researcher information needs and those with the technical know how to participate in
the nationd discusson. Materids about nationd standards, Standards Devel opment
Organizations (SDO), and HIPAA compliance exist, but they are scattered and vary in
content depending on the hedth delivery system perspective for which they were written.
The Consortium has begun to overcome this barrier, serving as amechanism for ongoing
representation of public hedth and health services research in the implementation of HIPAA
Adminigtrative Simplification and other data standards setting processes.

Lack of funding for standards development efforts. Limited funds exist for data standards
development for public hedlth at the nationd level and for implementation at the state and

local levels. State hedlth officersrardly support their saff to participate in out of date
activities. Much of the current sate participation in nationd standards development effortsis
voluntary. Many individuas take time away from their core job responsibilities to participate.
Some standards setting organizations require fees to be members, eg., X12, HL-7.

Effortsto develop data standards are resource intensive. The standards setting processis
consensus based and requires amaor investment by participants. Consensus on the content
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of datastandardsis usudly reached through alengthy comment and revision process before
the SDO publishesthe find standard. Standards produced through this process are usudly of
high quality because the process relies on input from a broad group of participants. But the
processis expensive and time consuming. It would be difficult for some gates to judtify the
expense of sending the same State representatives to regular meetings of nationd standards
Setting bodies. Representatives from the states of Utah and New Y ork are some exceptions.
Utah Medicaid participates on WEDI. New York State SPARCS participatesin ASC X12
and on the Nationd Uniform Billing Committee as the Consortium representative.

Public health leaders may be waiting for the private sector to work out the bugs of standards
development and implementation before investing in the process. A complex standard

typicaly takesfive to seven years to evolve from a concept to publication. In addition, a

gtandard is not considered complete until it is vaidated through use, but such acceptance may

take even longer than the actual development process.®” Public hedth may not want to invest

the time in tandards development and implementation, forfeiting its opportunity to have

input into the process.

An urgent need has not been identified. Public health and hedlth services researchers may
not see that the vaue of uniform data outweighs the perceived codts of participating in the
process.

3. Barriers to Supporting Implementation

Difficulty in knowing where and how to start. Statesface multiple and potentidly competing
needs for data standards and integration. Data standardization can occur within aleve of
government across programs, across levels of government for a particular program, or across
dtates for aparticular program. For example, a state could choose to join anationd effort to
develop standards for its cancer registry or it could develop standards across dl registries for
the State.

Lack of connectivity is a barrier to standards implementation. Data standards presuppose
electronic transactions. Many current transactions in public health are paper based, and some
partnersin data exchange may not have the technology or skills required.

Lack of funding for standards implementation efforts. Trandation or conversion to national
gandards from legacy systemsis expensve and may be difficult. Asmentioned earlier

funding for infrastructure improvement activitiesis currently limited by the historica pattern

of categorica funding.

Lack of uniformity in how public health is structured at the state level. Each statehasa
unique structure. Public hedlth activities may be in autonomous units or in units linked to
Medicaid, insurer and provider regulation, and/or socid services. Sometimes dl public

37 Brandt, Mary D. (April 2000). Health Informatics Standards: A User’s Guide Journal of AHIMA. [On-lin€]
Available: http://www.ahima.org/journal /features/feature.0004.1.html
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hedlth activities are controlled & the sate leve and sometime locdities have significant
authority. Different structures make it difficult to develop solutions that can be easily
replicated.

Lack of coordination across the multiple data standardization and integration efforts
occurring in public health. Many efforts are currently underway within states or across
dates for particular data sets (e.g., infectious diseases surveillance systems, immunization
regidiries, cancer regidtries, vita records systems, etc.) Thereis currently no formal
mechanism to coordinate these efforts or even facilitate the sharing of information across
initiatives.

Saff or organization resistance. Staff may resist data standardization and integration
processes because of fears of loss of historical data, loss of autonomy, increase workload, or
loss of job security. Organizational ownership of existing systems may cause resstance to
change these systems, as well.

Separation of program and information technology staff. Standards implementation requires
commitment from both the content and technical experts. However, thereis often agap

between program and information technology operations. Program staff may not have the
knowledge or skills to appreciate emerging technologies and the implications for public

hedth practice. State experience difficulties recruiting and retaining qualified public hedth
information technology professonas. Technica experts may not have the subgtantive

expertise necessary to determine whether the implementation is useful.
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APPENDIX G: DESCRIPTION OF STANDARDS DEVELOPMENT
ORGANIZATIONS AND RELATED TERMS

American National Standards Institute (ANS) (www.ansi.org): A voluntary standards
organization that services as the coordinator for nationa standardsin the United States
and the U.S. member body to the International Organization for Standards. ANS|
accredits standards committees and provides an open forum for interested partiesto
identify, plan, and agree on standards; it does not itself develop standards.®

Accredited Sandards Committee (ASC) X12 (www.x12.org): ASC develops standardsto
facilitate electronic interchange related to such business transactions as order placement

and processing, shipping and receiving information, invoicing, and payment and cash
application data, and data to and from entities involved in finance, insurance, education,

and dtate and federa governments.

American Dental Association (ADA) (www.ada.org): ADA encourages use of common
claims data standards and processes and actively encourages Association members to
move to eectronic claims processing. The Denta Content Committee is the professiona
organization representing organized dentistry for the denta content of eectronic hedth
transaction standards.

Designated Standards Maintenance Organizations (DSVIO) (www.hipaa-dsmo.org):
Specific Data Content Committees (DCCs) and Standard Setting Organi zations (SSOs)
who have agreed to maintain those standards designated as nationa standardsin the final
rule "Standards for Electronic Transactions' according to the criteria established by the
Secretary in HIPAA. The Secretary designated the following organizations as DSMOs.
Accredited Standards Committee (ASC) X12; Dentd Content Committee of the
American Dentd Association (ADA); Hedlth Level Seven (HL-7); Nationd Council for
Prescription Drug Programs (NCPDP); Nationd Uniform Billing Committee (NUBC);
and the National Uniform Claim Committee (NUCC).

Health Level 7 (HL-7) Standards (www.hl7.0org): A standards development organization
formed in 1987 to produce a standard for hospital information systems. HL-7 received
ANSI accreditation in 1994. HL-7 provides standards for the exchange, management,

and integration of datathat support clinica patient care and the management, delivery,

and evaluation of hedthcare services. HL-7 is primarily concerned with movement

within ingtitutions or orders, clinica observations and data; including test results,

admission, transfer and di scharge records, and charge and billing information

(coordinaing here with X12).3

38 Glossary of Selected Terms. Distributed at National Electronic Disease Surveillance System (NEDSS)
% Stakeholder Meeting in Atlanta, GA. April 2001.
Ibid.
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Health Level 7 Reference Information Model (HL-7 RIM) (www.hl7.org): A conceptud
model thatodefines al of the information from which the data content of HL-7 messages
isdrawn.

International Organization for Standardization (1S0) (www.iso.org): A worldwide
federation of national standards bodies from some 100 countries, one from each country.
Among the standards it fosters is Open Systems Interconnection (OSl), auniversa
reference modd for communication protocols. Many countries have nationd standards
organizations, such asthe U.S. American National Standards Ingtitute (ANS]) that
participate in and contribute to 1 SO standards development.**

Logical Observations, Identifiers, Names, and Codes (LOINC)
(Wwww.mcis.duke.edu/standar ds/ter mcode/l oinc.htm): The LOINC database provides a set
of universal names and ID codes for identifying laboratory and clinica observations. The
purposeisto facilitate the exchange and pooling of clinica laboratory results, such as

blood hemoglobin or serum potassium, for clinica care, outcomes management and
research.*?

National Council for Prescription Drug Programs (NCPDP) (www.ncpdp.org):
NCPDP is a nonprofit American Nationa Standards Ingtitute (ANS!)-accredited
Standards Development Organization whose mission isto create and promote data
interchange standards for the pharmacy services sector of the health care industry, and to
provide information and resources to educate industry and support the diverse needs of
their members.

National Uniform Billing Committee (NUBC) (www.nubc.org): NUBC maintainsthe
integrity of the uniform billing data set. The NUBC serves as the forum for discussons
that lead to mutually agreed data dements for the ingtitutiona clam aswell asthe data
elements for other claim related transactions.

National Uniform Claim Committee (NUCC) (www.nucc.org): NUCC was created to
develop a standardized data set for use by the noningtitutiond hedlth care community to
trangmit daim and encounter information to and from dl third-party payers. The
Committee includes representation from key provider and payer organizations, aswell as
standards setting organizations, state and federa regulators, and the NUBC. The NUCC
serves as the forum for discussions that lead to mutualy agreed data eements for the
professond clam aswell as the data elements for other claim related transactions.

Systemized Nomenclature of Medicine (SNOMED) (www.snomed.org): A structured
nomenclature and classfication of the terminology used in human and veterinary

40 | pid.
41 |pid.
42 | pid.
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medicine developed by the College of Pathologists and American Veterinary Medica
Association. Terms are applied to one of eeven independent systematized modules*

eXtensible Markup Language (XML) (www.w3.0rQ): A specification developed by the
World Wide Web Consortium. XML is designed especidly for Web documents. It
alows desgnersto create their own customized tags, enabling the definition,

transmission, vaidation, and interpretation of data between gpplications and between
organizations. XML provides afile format for representing data, a schema for describing
data structure, and mechanism for extending and annotating HTML with semantic
informetion.**

43 | bid.
44 |bid.
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APPENDIX H: NAHDO'’S LISTING OF PUBLIC HEALTH DATA SYSTEM TYPES

SELECTION CRITERIA IN ORDER OF RELATIVE IMPORTANCE SORT OR STRATA FIELDS
DATABASE FUNCTION Major Public Health NATIONAL UNIVERSALITY NUMBER OF FORMAT LIKELY SECTOR
Primary Type Data Systems/Bases SIGNIFICANCE Common SUPPLIERS TO National vs. DSMO STRATA VAR
RANK=1 Data Set USERS/USES state unique STRATA VAR
Health Economics RANK=2 RANK=3 RANK=4
State-defined financial report high many-many state unique X12 Private
Medicare Cost Report HCFA-required high many-many national X12 Private
Health Occupation
Health Professional Surveys/licensure HRSA tracks high many-many state unique X12 Private
Encounter DIRECT PUBLIC HLTH-PROVIDED CLINICAL SERVICES
Defined: The billing/visit Cancer Control Screening Encounters HP 2010 medium few-few state unique X12 Public
record for direct service Neonatal Follow-up Program MCH high few-few state unique X12 Public
provision: Early Intervention Visit MCH high few-few state unique HL7 Public
-special populations/public health- Hearing and Speech Services MCH high few-few state unique HL7 Public
provided services HIV/AIDS Treatment and Care HP Objs high few-many CDC defined HL7 Private
Pregnancy Riskline Phone Encounter MCH medium few-few state unique HL7 Public
-health systems encounter or Blood Pressure Control/Screening CHR low few-few state unique X12+HL7 Public
services reported by WIC visit MCH high many-many national X12 Public
providers to public health Case Contact Follow-up visits HP 2010 high few-few CDC defined HL7 Public
Poison Control Telephone Encounter INJ medium few-few state unique HL7 Public
HEALTH SYSTEMS ENCOUNTER/SERVICES
Mental Health Encounters SAMSHA high many-few HCFA1500 X12 Public/Private
Emergency Dept Encounter HCUP/INJ/CODES high many-many UB92/837 X12 Private
Ambulatory Surgery Reporting HCUP high many-many UB92/837 X12 Private
Home Health Care Visit HCFA/M-CARE high many-many HCFA1500 X12 Private
Emergency Room Log Reports CODES high few-few state unique HL7 Private
Pre-Hospital Incident Report CODES med few-few state unique X12 Private
Dental Health Visits/Encounters high few-few ADA ADA Private
Hospital Discharge Data HCUP/CODES high many-many UB92/837 X12 Private
Environmental Health Services
Hazardous Waste
Solid/Ground Water Tracking
Disease Surveillance/Infectious Disease,
Consistent with CDC's Communicable Disease Control HP 2010 many-many CDC/NEDSS HL7 Private
Surveillance Program HIV Surveillance HP 2010 many-many CDC/NEDSS HL7 Private
TB Surveillance HP 2010 few-many CDC/NEDSS HL7 Private
Sexually Transmitted Disease Control HP 2010 many-many CDC/NEDSS HL7 Private
Notifiable Disease Tracking System cDC many-many CDC/NEDSS HL7 Private
Facility Certification/Licensing
Health Facility Licensure many-many X12 Private
Medicare/Medicaid Certification HCFA-Mcare many-many X12 Private
Pre-Admission Screening and Annual Resident Review HCFA-Mcare many-few MDC--X12 Private
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SELECTION CRITERIA IN ORDER OF RELATIVE IMPORTANCE SORT OR STRATA FIELDS
DATABASE FUNCTION Major Public Health NATIONAL UNIVERSALITY NUMBER OF FORMAT LIKELY SECTOR
Primary Type Data Systems/Bases SIGNIFICANCE Common SUPPLIERS TO National vs. DSMO STRATA VAR
RANK=1 Data Set USERS/USES state unique STRATA VAR
RANK=2 RANK=3 RANK=4

Public Payers

State-sponsored insurance programs Medicaid claims/encounter/eligibility HCFA-Mcaid many-many X12 Private

and HCFA required data systems Child Health Program encounter/eligibility HHS many-many X12 Private
Public Employee plans claims/eligibility many-many X12 Private
Workers Compensation claims X12

Population Health Survey

Surveys of state population Behavioral Risk Factor Surveillance System CDC, HP 2010 few-many CDC QUES Public

and sub-populations Diabetes Population-Based Survey few-few STATE UNIQUE Public
Health Status Survey HP 2010, CPS few-many STATE UNIQUE Public
Women's Self-Administered Questionnaire few-few STATE UNIQUE Public
Pregnancy Risk Assessment Monitoring (PRAMS) MCH, HP 2010 few-few SAMSHA/STATE| Public
Mental Health Surveys SAMSHA few-few Public

Registries

Encounters of defined population Child Injury Prevention Program many-many CcDC Private

subgroups (Newborn, Immunizations) HIV/AIDS Registry CDC, HP 2010 many-many CDC Private
Immunization Program HP 2010, CDC many-many HL7 AND X12 Priv-public
Pulmonary/Refugee Program (Tuberculosis) few-few CDC Public
Spinal Cord Injuries HP 2010 many-few X12 AND HL7 Private
Statewide Surveillance for Traumatic Brain Injuries HP 2010 many-few X12 AND HL7 Private
Birth Defects Registry few-few X12 AND HL7 Private
Cancer Registry HP 2010, SEERS many-many X12 AND HL7 Private

Screening

Registry/encounters with lab Blood Lead Registry for Adults HP 2010 few-mod HL7 Public

component-- Blood Pressure/Cholesterol Screening few-few HL7 Public
Diabetes Complications Screening Program Data HP 2010 few-few HL7 Public
HIV Screening Seroprevalence HP 2010 few-mod HL7 Public
Medical Examiner System Archives few-mod HL7 Public
Newborn Screening Program HP 2010 few-many X12 Public

Vital Records

Vital events used by broad audiences Abortions many-many X12 Private

for multiple purposes across public hith Birth Certificate Data HP 2010 many-many HL7 Private
Death Certificate Data HP 2010 many-many HL7 AND X12 Private
Divorce Certificate Data many-many X12 Public
Marriage Certificate Data many-many X12 Public

KEY =
HSP
SvY
SURV
MCH
INJ
CDh
LAB
MH
CHR

T LEWIN GROUP

Health Systems Performance
Survey

Surveillance

Maternal Child Health

Injury

Communicable Disease
Laboratory

Mental Health

Chronic Disease
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APPENDIX I:

Acronym
Academy
AHIMA
AHRQ
AHSR
AMIA
ANSI
APHA
APHL
AS
ASC-X12
ASPE
ASTHO
CDC
CIRSET
Consortium
CPRI-HOST
CSTE
DCC
DEEDS
DHHS
DOJ

EDI
GIVES
HAN
HCFA
HCUP
HEDIS
HIMSS
HIPAA
HISB
HL-7
HL-7 RIM
HRSA
ISO
LOINC
MHDC
MHDI
NAACCR
NACCHO

DICTIONARY OF ACRONYMS AND ABBREVIATIONS

Organization/Term

Academy for Health Services Research and Health Policy
American Health Information Management Association
Agency for Health Care Research and Quality
Association for Health Services Research

American Medical Informatics Association

American National Standards Institute

American Public Health Association

Association of Public Health Laboratories
Administrative Simplification

Accredited Standards Committee-X12

Assistant Secretary for Planning and Evaluation
Association of State and Territorial Health Officials
Centers for Disease Control and Prevention

Committee for Immunization Registry Standards and Electronic Transactions

Public Health Data Standards Consortium

Computer-based Patient Record Institute-Healthcare Open Systems and Trials

Council of State and Territorial Epidemiologists

Data Content Committee

Data Elements for Emergency Department Systems
Department of Health and Human Services

Department of Justice

Electronic data interchange

Government Information Value Exchange for States
Health Alert Network

Health Care Financing Administration

Healthcare Cost and Utilization Project

Health Plan Employer Data and Information Set
Healthcare Information and Management Systems Society
Health Insurance Portability and Accountability Act
Healthcare Informatics Standards Board

Health Level Seven

Health Level Seven Reference Information Model

Health Resources and Services Administration
International Organization for Standardization

Logical Observations, Identifiers, Names, and Codes
Massachusetts Health Data Consortium, Inc.
Minnesota Health Data Institute

North American Association of Central Cancer Registries
National Association of County and City Health Officials
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Acronym
NAHDO
NAPHSIS
NCHS
NCPDP
NCQA
NCVHS
NEDSS
NHII

NIH

NIP
NUBC
NUCC
PHCDM
PHDSC
PHF
SDO
Secretary
SHARP
SNIP
SNOMED
SPARCS
UHIN
USDA
USHIK
WEDI
wIC
Work Group
XML

Organization/Term

National Association of Health Data Organizations

National Association for Public Health Statistics and Information Systems
National Center for Health Statistics

National Council for Prescription Drug Programs

National Committee for Quality Assurance

National Committee on Vital and Health Statistics

National Electronic Disease Surveillance System

National Health Information Infrastructure

National Institutes of Health

National Immunization Program

National Uniform Billing Committee

National Uniform Claim Committee

Public Health Conceptual Data Model

Public Health Data Standards Consortium

Public Health Foundation

Standards Development Organizations

Secretary of the Department of Health and Human Services
Southern HIPAA Administrative Regional Process

Strategic National Implementation Process

Systematized Nomenclature of Human and Veterinary Medicine
Statewide Planning and Research Cooperative Systems

Utah Health Information Network

United States Department of Agriculture

United States Health Information Knowledge base

Workgroup for Electronic Data Interchange

Women's, Infants, and Children Program at the US Department of Agriculture
Public Health Data Standards Consortium Education Work Group
eXtensible Markup Language
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